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  THE UNIVERSITY OF SAN FRANCISCO 
Dissertation Abstract 
Perspectives on Disability and Community Engagement in Albania:  
Developing Mutual Understanding Through the Sharing of Individual Narratives 
Research Topic 
This study explores current perspectives on disability in Albania by bringing into 
discourse the voice of families and community members in order to learn how history, 
tradition, and family values influence individual or community response to having or 
being in community alongside children with special needs.  
Research Theory and Protocol 
I carried out this research using critical hermeneutic theory. The protocol followed an 
interpretive approach as outlined by Ellen Herda (1999). This orientation brought the 
researcher and participants together and used narratives as a medium for participatory 
inquiry. 
Research Categories 
The critical hermeneutic concepts of narrative identity, mimesis, and communicative 
action were used to guide my research. Narrative identity (Ricoeur 1992) is important in 
helping to understand how history, traditions, and family values have influenced personal 
stories. Mimesis (Ricoeur 1984) addresses the temporal aspect of our lives by 
recognizing the influence of past and future in our present. Communicative action 
(Habermas 1984) emphasizes the use of discourse in community to help reach mutual 
understanding. 
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Findings 
Data analysis revealed the following findings: (1) personal experiences with disability 
motivated participants to begin to question traditional family roles and social response; 
(2) the concept of disability is not well understood and is a topic that was not typically 
discussed in families and communities; (3) public awareness campaigns are desired as a 
way to increase the understanding of disability issues. 
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CHAPTER ONE: STATEMENT OF THE ISSUE 
Introduction 
In this manuscript I explore how family and community perspectives on disability 
influence the treatment and care of children with disabilities in Albania. Each aspect of 
Albanian culture and history plays an important role in the lives of people in the country 
and the point of view that individuals bring forth in their interactions with others. In a 
country like Albania, with a history of communal living and strong kinship relationships, 
family and community opinions are highly valued (Logoreci 1977; Zickel and Iwaskiw 
1994). Collective views regarding disability in different communities become the core of 
influence in response to children with disabilities and inform the direction of educational 
policy developed for individuals who are considered disabled. However, a lack of 
understanding of what disability is and how it affects people differently can create a view 
of individuals with disabilities as having limitations and being incapable of participating 
in society (World Health Organization [WHO] 2011).  
External factors, such as financial stressors or political vicissitudes, have 
historically guided how children with disabilities are treated (Zickel and Iwaskiw 1994; 
Bassler 1995). Evidence of this is the transformation of the educational system that aligns 
with the history of political rule in Albania (Zickel and Iwaskiw 1994; Bassler 1995). 
Each phase of political transition ushered in new laws and adjustments to existing policy 
that affected individuals with disabilities (Zickel and Iwaskiw 1994; Bassler 1995). By 
learning about the strengths and abilities of these individuals, we can potentially expand 
our horizon about disability and, in turn, explore ways in which all individuals can be 
more integral members of their communities in the future.  
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The framework for this research is undergirded by critical hermeneutic theory. 
The research protocol, as developed by Ellen A. Herda (1999), brings the families of 
children with disabilities through discourse of social issues that affect them, their 
community, and education policy. I use the theoretical concepts of narrative identity, 
mimesis, and communicative action as research categories. Narrative identity is important 
because the personal stories of families can reveal who they are as well as their 
relationship with others in their community (Ricoeur 1992). In mimesis, we move 
forward in time by using our memories of the past and our aspirations for the future to 
inform our present (Ricoeur 1984). Communicative action creates a public space for 
individuals or groups to share narratives and disclose their arguments with others through 
a rationally motivated intention to reach mutual understanding (Habermas 1984). Each 
research directive (explored in depth within Chapter Four: Research Theory and 
Protocol) guided this study using the following general questions: 
1. Narrative Identity: How do your personal values and traditions, as well as 
your role in the community, influence your thoughts and perspectives of 
disability? 
2. Mimesis: How do you think the traditions of the past and hopes for the future 
contribute to the current educational system and evolving policies related to 
children with disabilities? 
3. Communicative Action: If offered the opportunity to share your views on 
community efforts toward the inclusion of individuals with disabilities, what 
would you address? 
3 
 
These categories were chosen to develop an understanding of local views of disability 
and the possible influence of community engagement to changes in educational policy in 
Albania. 
Statement of Issue 
 With the end of the communist regime in the early 1990’s, Albania’s educational 
system was one of many social systems that was affected and is in an ongoing process of 
transition and development. Not only were educational infrastructures in need of 
rebuilding, but the frame of reference used to develop a vision for educating children 
needed to be reevaluated. It is the perspectives that communities have on disability that 
guides this vision and the resulting provisions for special education. Policymakers in 
Albania continue to work toward a variety of necessary improvements in the educational 
system. Some areas that need to be addressed within policy reform are improved 
budgeting, teacher training, updating the curriculum, and equity issues regarding the 
education of marginalized communities, such as children with special needs (Ainscow 
and Haile-Giorgis 1998; Dudzik and McLeod 2000; Koka et al. 2005; Radoman et al. 
2006; UNICEF 2008:3-4; Hido and Shehu 2010; Sota 2012).  
Specifically, within the special education system, there are numerous barriers that 
make inclusion difficult in Albania and other developing communities. Some of the 
barriers include: addressing the differing understandings between teachers and 
communities of where children with disabilities are best educated; reevaluating the 
dominant medical model for treatment and intervention services; improving tracking 
systems to better identify the number of children with disabilities present in communities; 
increasing available resources to meet the needs of all children; and sharing the value of 
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inclusion of individuals with disabilities (Ainscow and Haile-Giorgis 1998; Dudzik and 
McLeod 2000; Koka et al. 2005; Radoman et al. 2006; Drenofci and Flagler 2010; Sota 
2012). Inclusion needs to take place in all areas of the community, including work, social 
activities, and schools (Ainscow and Haile-Giorgis 1998; Dudzik and McLeod 2000; 
Radoman et al. 2006; Nano 2007). Families typically become the strongest advocates for 
their children in issues such as these (Hanson and Lynch 2004; Nano 2007). 
Interpersonal relationships between family members and social roles within 
Albanian communities have been guided over the centuries by codes and tribal systems 
(Whitaker 1981; Durham 1987; Zickel and Iwaskiw 1994). Albanian families have 
needed to demonstrate strength and unity within extended family systems in order to 
exhibit this same strength to other tribes (Zickel and Iwaskiw 1994). In current times, 
many of these values and family ties remain strong. For this reason, it is important to 
ensure that the voice of the family is heard when issues relating to children and families, 
such as educational policy, are discussed. This helps to ensure continued understanding 
between families and policy makers. 
Discussion of the Issue 
Home environments and interpersonal relationships greatly affect the progress of 
developmental skills in childhood (Karen 1994; Hanson 1996; Hanson and Lynch 2004). 
For children with disabilities these factors become increasingly important based on the 
support they need to address the challenges they face (Hanson 1996; Hanson and Lynch 
2004). This often increases responsibility and involvement in caregiving tasks and as a 
result heightens family stress levels. Every family responds differently, and diverse 
factors often play a role in how a family adapts to changes in their lives. Special 
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education services can provide assistance and guidance for both the family and the child. 
It offers specialized care with professionals who understand how to address the needs of 
children and often functions as a source of support for families during difficult times 
(Hanson and Lynch 2004). Feeling supported outside the home environment also gives 
families the opportunity to feel included in social life. When children with disabilities and 
their families are recognized and accepted within the community, a greater sense of 
belonging can develop, thereby decreasing cases of social isolation. 
Having a child with disabilities is often an event that can change the course of a 
family’s life. It can alter family dynamics and the relationships that develop between 
family members. Additionally, having a disability can be considered a stigma in many 
societies, Albania included. This stigma can come from both the family and the 
community and often occurs due to lack of knowledge of what disability is.  Marita 
Flagler states that, “In 1993, a member of a family with intellectual and developmental 
disabilities was generally seen by many Albanians as a sick and misfortunate person, and 
also as a shame and a curse to the family” 
(http://www.globalsocialwork.org/vol2no2/Flagler.html).  
Although in the post-communist era this view has begun to change for the better 
and society is becoming more aware and accepting of individuals with disabilities 
(Albanian Disability Rights Foundation [ADRF] 2002), there continues to be a need for 
community efforts to improve social inclusion. While there are ongoing attempts to 
address this issue, these individuals remain one of the most marginalized communities in 
Albania (ADRF 2006).  
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It is important to note that, in referring to disability within this document, I do so 
in accordance with the definition of disability outlined in the United Nations Convention 
for the Rights of Persons with Disabilities (hereinafter referred to as “UN Convention”), 
which is being adhered to by the European Union and its member states. It states that, 
“people with disabilities include those who have long-term physical, mental, intellectual 
or sensory impairments which in interaction with various barriers may hinder their full 
and effective participation in society on an equal basis with others” (European 
Commission 2010:3). The term ‘special needs’ will also be seen within the text, and is 
also interpreted through this understanding of disability. However, the definition of 
disability has slowly been expanding to include a more holistic view that includes the 
social and environmental components of disability, not just through a medical model 
(WHO 2011). In Albania, this broader more encompassing definition within the context 
of education is often referred to as ‘special educational needs.’  
Although further understanding of disability has begun to change community 
expectations, disability continues to be viewed specifically from an impairment 
standpoint. In 2001, Albania took on the definition of disability used by the UN 
Convention and the World Health Organization (WHO) (Organization for Security and 
Co-Operation in Europe 2006). This definition identifies persons with disabilities as 
“persons whose physical function, mental capacities or psychological health are highly 
likely to deviate for more than six months from the condition which is typical for the 
respective age and whose participation in the life of society is therefore restricted” 
(Organization for Security and Co-Operation in Europe 2006:7).  The recognition of a 
social approach is implied within this new definition and is reflective of the changing 
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viewpoints on disability that continue to take place. This research addresses this evolving 
understanding of disability. 
Significance of the Issue 
 To comprehend individual and familial response to having a child with disabilities 
also requires an understanding of the community and culture in which the individuals 
belong. Cultural values and traditions influence decisions taken in relation to varied 
needs within a community. By looking specifically at the social and educational situation 
in childhood it will encourage lifelong inclusion and create a responsive and just system 
that remains stable over time.  
Making progress in any field of study requires an understanding of current 
concerns and practices. In education, it is the families and the community that can 
provide some of the most valuable information to policy makers and curriculum 
developers because their acceptance or rejection of changes ultimately determines 
whether those changes will be successful over time. In a country experiencing a transition 
from a communist government to a capitalist system, the Albanian community has an 
opportunity to share their story as a way of influencing change and increasing community 
awareness in the process.  
Albania is currently making efforts to meet political criteria required for European 
Union (EU) membership (European Commission 2008). Improvements in the social 
inclusion of individuals with disabilities in different facets of daily life are a priority in 
these requirements, which makes this research increasingly important (Koka et al. 2005; 
European Commission 2008). Although there is some literature on the progress of special 
education and disability issues in Albania, there continues to be a need to explore the 
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perspective of families who have children with disabilities. It is necessary to learn what 
families hope for in the future, as well as how others view those with disabilities within 
their community.  
This research contributes to the body of research currently available. As we 
attempt to understand how to improve acceptance of children with disabilities into the 
educational system, an interpretive approach is appropriate. It is important to look at 
more than just numbers, which are frequently used as guides for developers and 
policymakers. A critical hermeneutic orientation reminds us that people, with their own 
personal stories and narratives, represent and shape communities. The findings provide 
insight about the successful inclusion of all community members within social and 
educational services and can potentially become a model for other developing countries 
experiencing transition. 
Summary 
Communities around the world are made up of people who represent individual 
skills, desires, and points of view. By incorporating the critical hermeneutic concepts of 
narrative identity, mimesis, and communicative action in this study, I offer the 
opportunity for the perspectives of individuals with disabilities and their families to be 
heard. By way of exploring the social response to disability in Albania, I hope to foster an 
understanding of family narratives within communities and how those family narratives 
combine with community narratives to influence aspects of social change. Chapter Two 
provides a background of the research site and describes Albania’s history, economy, and 
education, as well as the role of family and tradition in interpersonal relationships. 
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CHAPTER TWO: COUNTRY BACKGROUND 
Introduction 
This portion of my dissertation describes the geography, ethnic origins, a brief 
history, cultural traditions, economic conditions, and the educational system in Albania. 
Each of these topical areas is significant to learning about the people from my research 
site. I selected Albania due to its prolonged period of transition from a dictatorship to a 
democracy and the need for continued development in the area of education. I begin by 
identifying Albania’s geographic location and describing briefly the history of the area. 
Geography and Ethnic Origins 
Albania is located in Southeastern 
Europe and is bordered by Montenegro and 
Kosovo to the north, the Former Yugoslav 
Republic of Macedonia (FYROM) to the 
east, and Greece to the south [Figure 1. 
Map of Albania]. Albanians are believed to 
have the ethnic origins of one of the oldest 
ancient races of Southeastern Europe, the 
Illyrians (Chekrezi 1919; Logoreci 1977; 
Durham 1987; Zickel and Iwaskiw 1994). 
The peoples of northern Albania, the 
Ghegs, have these Illyrian roots, while Albanians in the south, the Tosks, have Epirot 
origins (Chekrezi 1919).  
Figure 1. Map of Albania (CIA 2009) 
(CIA 2009) 
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Based on preliminary census data from the Instituti i Statisikave (2012), the 
population of Albania is currently 2,821,977, of which 95% are believed to be ethnic 
Albanians. The remainder of the population consists of Greeks, Serbians, Montenegrins, 
Macedonians, and Roma. The minority populations primarily live in the border regions to 
their neighboring countries due to the territorial divisions that have occurred throughout 
Albania’s tumultuous history (Chekrezi 1919). Current borders were established at the 
1912-1913 Conference of Ambassadors in London, after Albania declared independence 
from the Ottoman government.  At the time, the borders were defined, as best as possible, 
to divide the different ethnic groups in the area.  
Culture and Environment 
Historically, Albanians were tribal people who valued the ties of kinship. In 
Northern Albanian, in particular, these connections have guided the development of the 
social unit and the customary codes that have been passed down orally and defined the 
rules and laws of the land for centuries. They are referred to as the Code of Lek 
Dukaghini, and their roots date back to the fifteenth century (Whitaker 1981:146). 
Marriage traditions, the settling of disputes, and politics are all valued tremendously and 
offenses to the internal rule of law within the tribal conditions were typically settled 
through this code. 
Zickel and Iwaskiw describe that,  
for centuries, the family was the basic unit of the country’s social structure. To a 
great extent, the privacy of the family supplanted that of the state. Children were 
brought up to respect their elders and above all, their father, whose word was law 
within the confines of his family. [1994:76] 
 
Women have typically been identified as the inferior gender, and their position within the 
family characterizes this. Whitaker explains, 
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The position of a women within the nuclear household was an unenviable one. 
Her husband had the right to chastise her, and often seems to have done so. In her 
everyday behavior both towards him and other men within the household, she 
must show deference, never initiating conversation, and, for instance, eating only 
after all the men had finished their meal. …in her public behavior a wife would 
always show respect to her husband, and also to her sons after they had reached 
the age of carrying arms, which is the hallmark of adult status in that region. 
[1981:147] 
 
Apart from the submissive role demanded of the women, they were also expected to bear 
children. Male children were preferred and women who had boys were highly valued. 
Although women’s status has improved over the years, Albania continues to be a 
patriarchal society today. Women are now a larger part of the labor force and are 
represented at universities throughout the country. However, it is still men who dictate in 
the home and the economy (Logoreci 1977). Other areas important in Albanian life 
include the ties to language and ethnic origins. 
Albanian culture is rooted not only in traditions, but also the characteristics that 
define them, including their language. The Albanian language is believed to have 
originated in their ancient Illyrian roots. There are two dialects of the language, Tosk, 
spoken primarily in the South, and Gheg, spoken primarily in the North (Zickel and 
Iwaskiw 1994). These dialects derive from the Albanian tribal groupings. The Tosk 
dialect became the official language of Albania in the 1940s because it was the dialect of 
the country’s dictator, Enver Hoxha. Southern Albania has always been much more 
accessible and became more easily controlled and influenced than Northern Albania. 
Northern Albania is a mountainous region with rugged terrain. As such, many rituals and 
traditions that historically identified the region still remain within communities of the 
North (Zickel and Iwaskiw 1994). These cultural patterns have influenced the structure of 
politics in Albania. 
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Political History 
 After declaring independence in 1912, Albania needed to continue protecting its 
land and peoples. A provisional government was put into place until a monarchy took 
control in 1914. With the outbreak of World War I that same year, political turmoil 
ensued. The lands were divided and occupied by the countries of Italy, Serbia, 
Montenegro, Greece, Austria, and Bulgaria. The people of Albania were split based on 
religious or tribal affiliation. The government and rule of Albania continued to change 
hands until the socialist party took over under the leadership of Enver Hoxha in 1944 
(Logoreci 1977; Zickel and Iwaskiw 1994). 
 Communist rule in Albania has been characterized as oppressive. The goal of the 
government was both to maintain its power and ensure Albania’s continued 
independence. Throughout its rule they aligned themselves with different communist 
nations, including the Soviet Union, Yugoslavia, and China. Each of these nations greatly 
influenced the country’s development and decisions taken by the Albanian government at 
that time (Logoreci 1977; Zickel and Iwaskiw 1994). This socialist government took part 
in the reconstruction of Albania after World War II. Some of the efforts included the 
building of railroads, implementation of land reform, and an attempt to eliminate 
illiteracy. With the influence and guidance of Albania’s socialist partners, progress 
became visible in the areas of economics, education, and health (Logoreci 1977; Zickel 
and Iwaskiw 1994; Fischer 1999). As important as this reconstruction was, many believe 
that this was done at the expense of individual citizens (Zickel and Iwaskiw 1994). Zickel 
and Iwaskiw describe, “The communist regime imposed controls intended to eliminate 
clan rule entirely and waged a continuing struggle against customs and attitudes believed 
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to impede the growth of socialism” (1994:67). The control of government affected many 
affairs in Albanian life. 
 According to Zickel and Iwaskiw, the government “reinforced Albania’s isolation 
from European culture in an effort to keep out foreign influences” (1994:50). Religious 
life was eliminated, and Albania became the world’s first atheistic state. The patriarchal 
lifestyle that was characteristic of traditional Albanian society was disrupted when 
women, whose traditional role was to care for the home, were encouraged to take jobs 
outside the home (Zickel and Iwaskiw 1994). These changes were a result of labor 
shortages and were necessary to maintain economic stability. With the end of communist 
rule and the installation of a democratic government, the economic and political priorities 
have shifted. However, this political history continues to be part of the lives of Albania’s 
people and, therefore, influences their current understandings and social interactions 
related to issues such as disability (Bogdani and Loughlin 2007). A vision toward 
membership into the EU has Albania looking toward stabilizing its various political 
institutions and addressing social reforms, including evaluating economic development 
(Bogdani and Loughlin 2007; European Commission 2008).  
Economy 
 At the end of the communist regime in 1991, Albania was considered to be the 
poorest and least developed European nation (Zickel and Iwaskiw 1994). The years of 
isolation and government controlled industry left a mark on the country and thousands 
began to emigrate abroad based on “limited economic opportunities at home” (Zickel and 
Iwaskiw 1994:103). The government was tasked to restore order to the economic market 
and to take advantage of Albania’s natural resources. The priority to improve economic 
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conditions in the country left other areas of social need neglected. Zickel and Iwaskiw 
describe, “Its churches and mosques had been destroyed, the school system was a 
shambles, hospitals struggled with extreme shortages of medical supplies, and the 
hungry, dejected people had come to rely entirely on foreign food aid and other forms of 
assistance” (1994: 57). Despite such challenges, its economy has improved over the 
years; however, it continues to be plagued by corruption and a black market for a variety 
of food and non-food products (Zickel and Iwaskiw 1994). These economic hardships 
often influence individual and political priorities related to the needs of a community and, 
therefore, are important to consider in developing understanding with others. 
Improvements in educational systems aspire to create further progress in Albania’s 
economy. Many of the current educational reform efforts are being supported by non-
governmental organizations (NGOs) and funding by the World Bank. 
Education 
In Albania, a long history of political turmoil has affected the progress of the 
educational system (Zickel and Iwaskiw 1994; Bassler 1995). In the 1940s, when the 
communist regime took power in the country, educational reform became a high priority. 
The Soviet system of education was the model used as this transformation took place. 
Some of the reform goals implemented were improving teacher preparation, vocational 
training programs, improvements in compulsory education, and the reduction in the high 
rates of illiteracy (Zickel and Iwaskiw 1994:91-93; Bassler 1995). Albania’s first 
university was established in 1957 and there was, overall, significant documented 
educational progress in the country (Logoreci 1977; Zickel and Iwaskiw 1994).  
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After 1991, when the political crisis toppled the communist government, the 
current struggles in education began. A sense of chaos ensued. Schools were vandalized, 
communities were torn apart, teachers moved from rural to urban areas, and emigration to 
international destinations began. Among those affected by this political unrest and 
chaotic reorganization were the children and the overall progress that had been made in 
the newly structured Albanian educational system (Zickel and Iwaskiw 1994; Bassler 
1995).   
Throughout the history of educational evolution in the country, there has also 
been development toward the education of children with disabilities (World Vision 
2012). These developments were expressed according to the community views on 
disability at that time. Under the Hoxha regime (1944-1990), children with disabilities 
were looked upon primarily as diseased and their education was not a priority (World 
Vision 2012). This view applies to a medical model of disability, which identifies 
limiting characteristics of a person that may require medical support (World Vision 
2012:13). However, during the communist era, there was also a move from being 
completely ignored and excluded from society to being persons entitled to receive help. 
As such, the provision of services during that time expanded to provide for some of their 
medical needs.  
Upon the end of the communist regime and the transition to a democratic system, 
the understanding of disability evolved. The isolation of Albania from the rest of the 
world during communism had stifled the availability of information about disability that, 
in other parts of the world, was improving how those with disabilities were treated. Once 
this information began to enter the country, the social views on how children with 
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disabilities should be educated began to change (World Vision 2012). It was primarily 
through the efforts of NGOs that the public became more aware of the issues within their 
own communities and, as a result, the first attempts toward the integration of children 
with disabilities into basic education classrooms began (Koka et al. 2005).  
Over twenty years have gone by since the most recent historical vicissitudes 
occurred within the country. During this time, schools have been rebuilt and curriculums 
established (UNICEF 2008; World Vision 2012). However, Albania is still working on 
improving education to a standard that is acceptable to the EU.  
Summary 
 Albania has been in a state of transition since the end of the communist regime. In 
the era of communism, there were dramatic improvements in areas of health care and 
education when Albanian leaders strengthened ties with other socialist nations (Logoreci 
1977; Zickel and Iwaskiw 1994; Fischer 1999). However, economically, Albania has 
continually struggled with issues of poverty, which have affected development efforts 
since the fall of communism (Zickel and Iwaskiw 1994). Progress has been slow based 
on many factors throughout the country, including the emigration of a large portion of the 
population, overall social and cultural changes, and the deterioration of the educational 
system. Throughout Albania’s history, cultural and family traditions have been influential 
and, although the patriarchal system has evolved, the importance of family structure in 
decision making remains. I continue with Chapter Three, which is a review of the 
literature associated with Albanian culture, the development of the educational system 
and the inclusion of children with disabilities. 
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CHAPTER THREE: REVIEW OF THE LITERATURE 
Introduction 
 This review of literature includes various themes relevant to the topic of study. A 
review of anthropological literature describes the characteristics that can influence the 
progression of a community. I also delve into past research findings related to themes of 
special education in Albania over the years. This research helps highlight aspects of how 
children with disabilities have been and are currently viewed in communities. Finally, I 
outline current efforts toward inclusion in Albanian communities. I begin with a look at 
the traditional customs that influence and guide Albanian relationships. 
Section One: Anthropological Literature 
 The work of anthropologists Edith Durham, Victor Turner, and Clifford Geertz 
outline the historicity of individuals within communities, including their customs, 
traditions, and values. Durham (1910; 1923; 1987) helps us to better understand Albania 
in terms of social organization. The adjustment of community structure through times of 
transition is described in Turner’s (1969) work on liminality. Lastly, Geertz (1973) 
asserts that meaning that can be recognized in the behaviors and actions of the 
community. To look at these topics chronologically, I first introduce Edith Durham. 
Edith Durham: Customs and Traditions of Albania 
 The efforts of Edith Durham (1910; 1923; 1987) have been particularly influential 
in the anthropological study of Albania. Durham’s ethnography helped outline the social 
organization of the different tribal communities in Albania, principally in the northern 
region. She was one of the first scholars to look closely at the customs and traditions 
within the tribal communities of Northern Albania.  Durham spent time over a twenty-
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year period learning about these people groups and engaging with them in order to reach 
an understanding of the rules and laws of everyday situations.  
Historically, Albania has been known to have cohesive family units. Durham 
(1987) describes the existence of tribes, which include several generations of extended 
family members, referred to as fis. One topic highly relevant to this study is the strong 
denunciation of intertribal marriages and the fear that children would be born with 
physical or mental challenges. Tribal clans in Albania believed offspring of “incestuous” 
unions would be “blind, deaf, dumb, deformed” (Durham 1910:458). Durham also 
explained aspects of Albanian tradition to remedy disease. She describes that, “epilepsy 
seemed to be not uncommon in the mountains. I saw several cases. A woman fell down 
suddenly one day in a fit, whereupon some men rushed up, and, telling me to get out of 
the way, fired their revolvers alongside of her head. This was to frighten out the evil 
spirit” (Durham 1923:132). This example demonstrates how Albanian communities 
interpreted disability or illness, not as medical or psychological conditions but through 
spiritual beliefs. Durham (1910) also describes traditional codes that regulated social life, 
including blood feuds. 
Durham states, “Blood can be wiped out only with blood. A blow also demands 
blood, so do insulting words. One of the worst insults is the marrying of a girl betrothed 
to one man, to another” (1987:32). Blood vengeance continues to be practiced today, 
most commonly in the mountains of Northern Albania. The occurrences of these disputes 
are typically initiated by some offense shown to a family member by a member of 
another tribe. This tradition is representative of the value and respect placed on family 
systems. Durham’s work is valuable to this research because it captures the history and 
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the customs of the Albanian people which influence the decisions they make throughout 
their lives, including perspectives to disability and community priorities. 
Victor Turner: Community Structure and Transitions 
 Victor Turner’s work on liminality can be tied to the transitional phase Albania is 
currently undergoing. Turner states that, “each individual’s life experience contains 
alternating exposure to structure and communitas, and to states and transitions” 
(1969:97).  After the fall of the communist government in 1991, Albanians have had to 
re-structure their lives in many ways, from learning new skills in order to survive changes 
in vocations to sustaining an educational system that needs to be re-built and adjusted. To 
rebuild a country almost from the ground up left many, if not most of the population, in a 
state of uneasy transition because a new reality could not clearly be predicted. Turner 
describes liminal entities as being “neither here nor there; they are betwixt and between 
the positions assigned and arrayed by law, custom, convention, and ceremonial” 
(1969:95). In Albania, liminality captures the state of the country as it attempts to 
navigate toward a new and different way of life.  
 A closer look at community and how communities organize reveals the nature of 
social interactions in the phase of liminality. Turner refers to this as communitas and 
describes it as a “modality of social relationship from an “area of common living” 
(1969:96). We interact with others within our society and must recognize the differences 
we each bring with us. Turner states that, “…since any concrete tribal society is made up 
of multiple personae, groups, and categories, each of which has its own developmental 
cycle, at a given moment many incumbencies of fixed positions coexist with many 
passages between positions” (1969:97). Individuals within a community present 
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themselves at a different place in their lives, with different concerns and priorities, and 
when they unite, these collective dimensions of culture and society are present. Within 
this study it is important to recognize the presence of these dimensions within the 
individual narratives shared. To further understand the concept of culture, I turn to the 
work of Clifford Geertz. 
Clifford Geertz: Meaning is Public 
Interpretive cultural anthropologist Clifford Geertz (1973) looked at symbolism 
and its relationship to public meaning. Geertz’s work on the symbolism of rituals and the 
need to recognize social and cultural traditions can help interpret the processes that are 
taking place within the Albanian communities. In Albania, family traditions within a 
patriarchal society are important and need to be addressed at different levels of social life.  
For Geertz, “Culture is the fabric of meaning in terms of which human beings interpret 
their experience and guide their action; social structure is the form that action takes, the 
actually existing network of social relations” (1957:33). The interpretation of disability at 
the individual level within this study helps us understand how Albanian communities 
have changed based on the symbolism they draw from different aspects of their lives, 
such as their country’s history and social structure. In looking at social services and 
special education, it is possible to identify the interrelationship between cultural and 
social structures by looking at how it has evolved over time. 
Geertz (1973:6-10) also describes the term “thick description” in which actions 
are explained in detail as a medium for interpretation. Hidden structures of meaning are 
brought forth that help people comprehend different situations and events (Geertz 1973). 
These hidden structures can be linked to our identity. Culture and identity are unique to 
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individuals and communities, and Geertz believes that “we need to look for systematic 
relationships among diverse phenomena, not for substantive identities among similar 
ones” (1973:44). Individuals with disabilities throughout the world are often identified 
through their differences. However, it is the ability to recognize and accept these 
differences that can potentially encourage a community to take action and evolve as a 
united social group. The prospect for community engagement as it relates to families and 
children with disabilities is a central focus of this study.  
Recognizing these anthropological approaches within this study helps in 
understanding the various facets that personal narratives can bring to light. The more we 
can interpret about culture and identity, as described in this section, the better we can 
understand individual and social perspectives on disability issues in Albania. 
Subsequently, I briefly describe the course of disability studies over time as it relates to 
global issues, the European Union, and Albania. 
Section Two: Disability and Special Education 
 The response to persons with disabilities has changed over time depending on 
social and environmental conditions (Best et al. 2005; WHO 2011). Segregation and 
institutionalization was the common response to disability and continues to be found 
today in some areas of the world despite the progress that has been made toward the 
availability of inclusive settings (WHO 2011). Disability rights movements have helped 
in shifting the way persons with disabilities are treated and the approaches taken toward 
their education (WHO 2011). This is a global movement that continues to take shape. The 
United Nations has developed initiatives that help support these efforts. The UN 
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Convention is one such effort, which outlines the rights of persons with disabilities 
(WHO 2011).  
International Efforts Toward Disability Rights 
 The UN Convention is guided by the principle of human rights and the need to 
address the significant disadvantages persons with disabilities have had to endure. It 
emphasizes equality and respect, as well as the inclusion of persons with disabilities in all 
aspects of society (United Nations 2006). The EU ratified the UN Convention and is 
responsible for its implementation by member states. In its EU Disability Strategy 2010-
2020, the EU includes it as part of their mandates for improvement in the social and 
economic condition of persons with disabilities (European Commission 2010). The EU 
Disability Strategy includes actions toward accessibility in their physical environment, 
participation in all areas of social life (e.g. cultural activities, recreational, housing), 
equality and addressing discrimination, opportunities for employment, promoting 
inclusive education, social protection and poverty reduction, access to healthcare, and 
promoting for the rights of persons with disabilities (European Commission 2010).  
As part of Albania’s attempts to join the EU, social inclusion of persons with 
disabilities is being addressed in all areas of social life. Albania’s National Strategy on 
People with Disabilities (Organization for Security and Co-Operation in Europe 2006) 
was drafted in order to help improve the quality of life of persons with disabilities.  This 
strategy was also developed in accordance with the UN Convention and addresses 
improvements in the areas of education, employment, and quality of living (Organization 
for Security and Co-Operation in Europe 2006). Additional objectives of the strategy 
include educating society about disability issues in order to ensure that the rights of 
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persons with disabilities are understood, improving the quality of services and response 
to persons with disabilities in the public sector, and improve tracking methods and 
research for disability issues (Organization for Security and Co-Operation in Europe 
2006). Despite these attempts, it is the implementation of these strategies that has been 
difficult to realize (Flagler 2009). For the purposes of this study, I will focus on Albania’s 
efforts to address inclusion within their educational system and, thus, outline the course 
of the special education system in Albania and the trajectory it has taken since the era of 
communism, including current issues and movements toward inclusion. First, I briefly 
describe the current structure of primary and secondary education in Albania. 
Albanian Educational Structure 
 Compulsory schooling in Albania begins at the age of 6 and continues for nine 
years until students complete the 9
th
 grade (UNESCO 2011). However, the Albanian 
school system also offers educational programs starting from the age of 3 and continuing 
through general secondary school (an additional three years after the compulsory 
education is complete). Preschool, referred to in Albania as kindergarten, is available to 
children between the ages of 3 and 5. Primary school follows, which includes grades 1 
through 5, and then lower secondary school (grades 6 through 9). At the end of their 9
th
 
grade year, students are expected to take and pass a school-leaving examination in order 
to receive a certificate of completion of basic education (UNESCO 2011). At this point 
students are able to move into upper secondary schools and have the option of enrolling 
in a high school, art school, or vocational school (UNESCO 2011). Each level of 
education is offered in both public and private settings (UNESCO 2011). Special 
education services are not readily available; however, Article 57 of the Albanian 
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constitution does state that “everyone has the right to an education” (UNESCO 2011). A 
description of the progression of special education in Albania follows. 
Special Education System in Albania 
The history and course of the special education system in Albania is divided into 
two phases: the communist era and the post-communist era. Developments that occurred 
during the communist era demonstrated an attempt to provide support systems for 
individuals with disabilities; however, the policies that the communist regime put in place 
have been described as an attempt to keep these children out of sight (Ekonomi 2002). At 
this time new institutions were opened for children who were blind or deaf. These 
institutions continued to reinforce feelings of isolation within the community because no 
attempts were made toward social integration. Instead, a space was created that 
segregated these children from others.  
These institutions represent a view referred to as “defectology,” which was often 
used in the Soviet Union and influenced the educational philosophies of countries of 
Central and Eastern Europe (Ainscow and Haile-Giorgis 1998:16). Defectology reflects 
an attitude that focuses on individual or group deficits, and is often associated with 
children who have special needs (Ainscow and Haile-Giorgis 1998). However, the term 
defectology was introduced first by Lev Vygotosky, a developmental psychologist and 
scholar. Vygotsky identified defectology as a social paradigm because what societies 
consider normal functioning is dependent on the cultural values and beliefs of 
communities (Ainscow and Haile-Giorgis 1998). Over time, the meaning of defectology 
changed and it is now more of a way to identify and categorize physical and mental 
disabilities (Ainscow and Haile-Giorgis 1998). This new focus then joined with 
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approaches in which medical techniques were believed to be the ideal response. Special 
schools, which segregate children with special needs, are a result of this particular 
paradigm (Ainscow and Haile-Giorgis 1998).  
The terminology used to describe people or groups of people often becomes a 
way to differentiate oneself from others. The word disability is one that attempts to define 
a certain group. However, the interpretation of the term disability is often different 
depending on your community and the response of government and community members. 
For example, Zela Koka et al. describe the perspective of families saying that,  
Albanian families prefer to label their disabled loved ones as “sick”. They rather 
care for them inside the family circle and hide or leave them outside the normal 
life of society, avoiding thus situations in which their disabled child may become 
‘object of discrimination and mockery.’ [2005:7]  
 
The way Albania has defined disability has changed over time, and there is not a 
consistent understanding across organizations and communities.  
 Albania’s Law for Social Assistance and Social Welfare, established in 1993, 
describes a disabled people as “persons with disability occurring at birth or acquired 
during adolescence before 21 years old” (Ekonomi 2002:4). However, this definition is 
very broad and allows for open interpretation and resulting inconsistencies in services 
(Ekonomi 2002). Pamela Dudzik and Dinah McLeod address the difficulty of 
establishing an exact definition, stating that, “disability is more than a description of a 
specific health issue; rather it is affected by people’s cultures, social institutions, and 
physical environments. Norms vary, and impairments considered to be disabling in one 
environment may not be in another” (2000:1). Albania appears to be moving forward 
with an attempt to keep this understanding in mind. 
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In the post-communist era the attitude of social isolation has been slowly 
transforming.  The community has become increasingly accepting of the social 
challenges individuals with disabilities face. Evidence of this new sensitivity is reflected 
in changes made to government laws, such as the previously referenced Law for Social 
Assistance and Social Welfare (Ekonomi 2002; Musai et al. 2006). This was the first law 
in Albania that addressed the social aspect of individuals with disabilities, not just their 
medical need. The legislation has allowed for a more regulated system of functioning 
within administrative bodies and social organizations (ADRF 2006). This law was a 
turning point for changes that would begin to take shape within Albanian communities 
(Ekonomi 2002). However, two decades have passed since the law was enacted in 1993, 
and progress has been slow (Ekonomi 2002; Sota 2012).  
 In 2002, the Ministry of Education and Science in Albania approved additional 
clauses to the original law. They are referred to as the Normative Clauses for Pre-
University Education System. These clauses were the first efforts to address the 
implementation of inclusive education. They laid the foundation for promoting the right 
to an equal education in an inclusive setting for all children (Koka et al. 2005). In spite of 
laws in Albania that state education needs to be accessible and available to all children, 
movement toward those goals has been “mainly promoted and supported by non 
governmental, local and international organizations” (Koka et al. 2005:6).  Although 
there has been progress, Albania is still in the initial phase of establishing inclusive 
educational environments throughout the country and for all children (Ekonomi 2002; 
Koka et al. 2005; Radoman et al. 2006; Nano 2007; Hido and Shehu 2010).  
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Moving Toward Inclusion in Education 
 The special schools and residential centers originally established by the 
communist regime continue to be available to meet the educational and caregiving needs 
of young people with disabilities. Although these institutions offer therapeutic and 
educational services, they remain segregated from the rest of the community and do not 
clearly support integration efforts (Ekonomi 2002). The Albanian Disability Rights 
Foundation (ADRF) believes that “the fact that there are special schools has influenced 
negatively consenting to teachers to say ‘this child shouldn’t attend regular schools, but 
special schools’” (2002:5). Furthermore, even where special schools and residential 
centers are available, they do not have the capacity or the accessibility to reach all 
children and families that require their services (Flagler 2009). As Albania moves toward 
inclusion, it is important to have a clear understanding of what inclusion really signifies. 
There is a difference between integration and inclusion. These two concepts are 
distinct and alter the way school environments are formed. Integration simply espouses a 
fixed curriculum without accommodations for students with disabilities. Inclusive 
environments welcome differences and teaching is guided by the needs of all their 
children (Ainscow and Haile-Giorgis 1998).  Efforts for integration of individuals with 
special needs can be seen as an attempt to accept them into already established 
environments (such as schools, work, and community) (Ainscow and Haile-Giorgis 
1998). The WHO also finds that within organizations there are often technical barriers to 
accessing services “such as waiting lists, lack of a booking system for appointments, and 
complex referral systems” (2011:6) and “while discrimination is not intended, the system 
indirectly excludes persons with disabilities by not taking their needs into account” 
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(2011:6). These environments were generally not created to be open and accessible to 
those with disabilities, and this often confines them to their homes (Ekonomi 2002; Nano 
2007). Koka et al. support inclusive education and argue that, 
differences and diversity amidst students cannot be viewed any more as obstacles 
to development and to the education of students, but as qualities to be treated with 
priority allowing thus each student, including those with special needs (physical, 
mental, social and emotional) to develop their abilities beside their peers. [2005:6] 
 
Current efforts focus on addressing ways for schools to be more inclusive (Organization 
for Security and Co-Operation in Europe 2006; Nano 2007; Hido and Shehu 2010; World 
Vision 2012). Koka et al. (2005:6) find that inclusion supports equal educational 
opportunities for children, which improves attitudes toward those with disabilities by 
learning about personal qualities rather than emphasizing differences. 
Within communities, current general education teachers must be willing and 
accepting of the inclusion of children with special needs within their setting in order for 
change to occur (Koka et al. 2005; Hido and Shehu 2010). Thus far, the efforts to raise 
awareness about the benefits of inclusion have begun to influence communities; however, 
awareness campaigns also rely on financial support, which ends after a project’s outlined 
expectations are met (Koka et al. 2005).  
Ultimately, in order to move forward with inclusive education goals, it is 
important to learn the specific needs of the community and the nation. At the national 
level, needs currently require incorporating EU criteria of social inclusion, while at the 
community level, needs are more individualized (Sota 2012). In Albania, community 
needs have been difficult to identify due to poor or non-existent tracking mechanisms 
(Koka et al. 2005). Prior studies conducted by Vesna Radoman et al. (2006) have 
attempted to estimate the number of children that have received services or are in contact 
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with governmental organizations (GO) and non-governmental organizations (NGO). It is 
estimated that 1,142 children are in contact with GOs and over 1,000 with NGOs. 
Radoman et al. approximate that “there are probably at least 9,000 children with very 
severe disabilities and, more debatably, up to a further 11,000 children with lesser but 
still significant disabilities not receiving any GO/NGO services – Albania’s invisible 
children” (2006:154). Several international NGO’s have made continued attempts to 
address this issue through community projects, with some success.  
Although progress is visible and the government has been open to the work of 
NGO’s, the government policies themselves are slow to change and the ability to fund 
these projects long-term is insufficient (ADRF 2002; Koka et al. 2005).  There are other 
variables that challenge efforts to create an all-inclusive educational system in Albania. 
Underlying all of these issues is that, in order to successfully include children within their 
school and community, there must be improvements to the availability of adequate 
resources, including teacher qualifications (ADRF 2002). 
Unfortunately, the current resources do not adequately meet the needs of the 
number of children who would likely be enrolling in schools and requiring services 
(Ekonomi 2002; Koka et al. 2005; Radoman et al. 2006; Nano 2007). According to Milva 
Ekonomi (2002) family systems and the cohesiveness of extended families have 
contributed to the low rates of institutionalization. However, due to lack of services and 
supports in communities throughout Albania, families are frequently left to their own 
devices. According to the ADRF, “looking for solutions families move to other cities or 
immigrate, while most of the children with disabilities are kept inside and are forced to 
live in isolation away from society and structures of social life” (2002:5). Many of these 
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obstacles are being addressed, including the need for specialized staff and teacher 
training (Nano 2007; Sota 2012). 
Teacher Training and Curriculum Development 
The University of Vlora in Albania started a program with a specific emphasis on 
training teachers in special education (Koka et al. 2005; Hido and Shehu 2010). However, 
according to Radoman et al. (2006), the lack of academic programs in Albania to train 
special education teachers has been a barrier in meeting the needs of inclusion. Further, 
Radoman et al. state that, “The teachers who work in special schools are qualified to 
teach in mainstream schools and are usually selected to work in special schools because 
of their professional competence and interest” (2006:159). Without properly trained 
teachers, the path toward inclusion continues to be difficult and slow. 
 As of yet, an organized special education system has not been established that is 
properly managed or staffed by trained professionals (ADRF 2002; Nano 2007). A 
curriculum that addresses the differentiated learning levels of children has also not been 
developed (ADRF 2002; Nano 2007; Sota 2012). The ADRF asserts that, “Still today 
most of our schools are characterized by the routine, one program, one text for all, some 
or no adaptation to the needs, capabilities or interest of pupils” (2002:22). As the country 
moves forward, there are recommended improvements for the current system. 
In summary, multiple authors describe areas in need of further intervention to 
direct Albania toward the process of inclusion. Administrative structures, through the 
planning process, must begin by developing a model for inclusion that can be 
implemented within schools throughout the country (Ekonomi 2002; Koka et al. 2005; 
Radoman et al. 2006; Hido and Shehu 2010). Locally, schools would have to focus on 
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training staff and preparing new teachers to work with an inclusive model of education 
(Ainscow and Haile-Giorgis 1998; Dudzik and McLeod 2000; Koka et al. 2005; 
Radoman et al. 2006; Hido and Shehu 2010; Sota 2012). Families also need support 
outside of the school environment and, thus, social services related to supplementary 
treatment and care should be improved (Ainscow and Haile-Giorgis 1998; Dudzik and 
McLeod 2000; Koka et al. 2005; Radoman et al. 2006; Sota 2012). 
 A time of transition brings about many changes to communities at both a local 
and national level. For Albania, the transition has required an overhaul to all areas of 
social and political life, which has slowed progress (Zickel and Iwaskiw 1994; Radoman 
et al. 2006). This study offers the opportunity for learning to take place by opening the 
dialogue about various social issues, particularly related to disability. This dialogue will 
represent family and community voices, which is often lacking in the literature. Although 
this study focuses on special education, it is critical to recognize that the needs are 
widespread and community engagement is valuable and necessary at all levels of the 
development process. With the current influx of international development organizations 
in Albania (Koka et al. 2005; Radoman et al. 2006; World Vision 2012), it is important to 
recognize culture, as well as include the voice and participation of the community in 
development acts. 
Section Three: Culture, Community and Inclusion 
Recognizing culture as one of many aspects of individuals that influences 
development gives planners the opportunity to reflect on what implications it may have 
on action and policy (Sen 2004). Incorporating culture allows for the consideration of 
local values and traditions and, through these variables, making decisions on 
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development needs valid to the community (Escobar 1995; Sen 2004). While the 
influence of outside development players can be beneficial, those influences must be 
recognized through the lens of the local culture and community values (Gould 2006).  
Helen Gould describes that, “a cultural approach hinges on a process which tries 
to understand a community’s sense of itself and tries to engage with that community, 
respectfully, at its own level” (2006:113). Through community engagement, learning 
takes place, which helps inform the development process. Sen (2004:38) emphasizes that 
culture offers us the opportunity to learn about each other and the differences that exist 
among us. Although it is easy to categorize people groups based on area of origin and 
language, it is not until the cultural nuances are identified that further understanding 
becomes possible (Sen 2004).  Learning about Albanian culture in this way can help 
improve relationships within communities and influence development related to disability 
and inclusion.  
Building Relationships and Encouraging Participation  
 Building relationships between the different development agents (e.g. political 
figures, groups of experts, and community members) can help to regulate the 
development process (Escobar 1995). Herda suggests that, “sustainable social change 
must happen from within relationships among the local community and between the local 
people and the field worker or developer” (2007a:112).  Through community 
participation in development processes and policy formation, individual values can be 
recognized and influence decision making (Sen 1999; Rao and Walton 2004; Mansuri 
and Rao 2012). 
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Sen (2004) finds that the motivation for participatory action in development is to 
incorporate culture and values to political processes. Sen states that, “Political 
participation is critically important for development, both through its effects on the 
assessment of ways and means, and even through its role in the formation and 
consolidation of values in terms of which development has to be assessed” (2004:41). 
Participants and their willingness to take part in change will determine whether 
implementation will be successful (Mansuri and Rao 2012). Vijayendra Rao and Michael 
Walton argue that,  “to understand local conceptions of well-being, and to incorporate 
‘common sense’ and ‘voice,’ the recipients of public action need to be engaged as central 
agents in the formation and implementation of policy” (2004:361).  The voice of the 
other in combination with the intricacies of culture is an important dynamic to keep in 
mind given that relationships between family and community are often guided by norms 
and inequities (Abraham and Platteau 2004; Rao and Walton 2004). With patriarchal and 
tribal societies, as Albania happens to be, it may be difficult to ensure that the values and 
voice of every member of the community are included.  
With this in mind, Anita Abraham and Jean-Philippe Platteau warn that, 
“participatory development is no ready-made solution to circumvent or overcome the 
drawbacks resulting from the absence of an effective state” (2004:231). If local 
governments are not prepared or willing to accept the ideas and suggestions from the 
community and engage community members, participatory development could be 
difficult. Fernando Calderón and Alicia Szmukler express, “Deliberative political culture, 
while it recognizes power relations, should also allow for the manifestation of multiple 
voices in order to create new development horizons that are more equitable and efficient 
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for all” (2004:295). Calderón and Szmukler further insist that “equity in speech acts 
cannot exist unless the actors are able to make critical objections and are willing to make 
demands of the political-institutional system and transform these demands into concerted 
plans of action by means of speech acts” (2004:296).Therefore, during the process of 
development, it is important to be open to the perspective of the other and recognize that 
addressing individual interests can benefit society as a whole by improving interactions 
and relationships both within communities and between groups (Calderón and Szmukler 
2004; Herda 2007b). These improved relationships can have a unifying effect that 
establishes an opportunity for collective action in development needs because they 
demonstrate that the voice of the people that will be affected by changes are valued and 
respected (Calderón and Szmukler 2004; Herda 2010). Herda refers to this as “people-
centered development” (2010:133).  
When the voice of the community is brought into the forum for decision-making, 
there is a greater likelihood that the community will support the changes (Herda 2007b). 
Herda states that, “…agreements only have staying power if a group of people change 
who they believe they are and hold on to what they believe they can do, both on a 
personal and communal level” (2010:135). Bogdani and Loughlin find that, “The policy-
making process in Albania is monopolized by a limited set of actors (mainly the political 
class), rather than involving the participation of a wide range of people or groups” 
(2007:166). This reveals that there is a need in Albania for decision-making that is more 
participatory, which could be useful in understanding how and why development in 
education and social inclusion in Albania has been slow despite the presence of 
legislation addressing these areas of need. 
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During Albania’s current period of transition and attempts at EU accession, the 
influx of NGO’s and international aid agencies creates a risk for policy making that lacks 
the voice and participation of a “range of actors” (Bogdani and Loughlin 2007:169).  
Mirela Bogdani and John Loughlin advise that “good intentions…are not sufficient to 
ensure proper reform” (2007:165). Only through collective action will change be 
manifested. In addressing issues of inclusion within communities, there have been clear 
attempts to make this a priority in the country. 
Addressing Disability in Albania 
Albania is trying to address the issue of inclusion through public awareness 
campaigns that target both school systems and the community at large (ADRF 2002). 
WHO finds that “raising awareness and challenging negative attitudes are often first steps 
toward creating more accessible environments for persons with disabilities” (2011:6). In 
Albania awareness within schools and communities has risen, and efforts are primarily 
guided and funded by NGOs.  
One such project took place in the city of Librazhd. The Special Integrated 
Education project was started in 2000 by MEDPAK and funded by UNICEF, 
Movimondo (an Italian NGO), and Children’s Aid Direct (CAD) (Koka et al. 2005). The 
project’s aim was to create an all-inclusive education program model within the available 
school system in order for all children within the community, including those with 
disabilities, to be able to enroll and access education. This project was carried out from 
2001 through 2003 and was reported to be a success, with all disabled children in 
Librazhd able go to school and continue their education during that time (Koka et al. 
2005). Despite the triumph of initiatives like this, it has proven difficult to continue 
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providing services due to lack of funding after the projects’ anticipated timeframe. 
Therefore, the continued implementation of programs such as these is uncertain. 
Another project took place at the Prrenyas Elementary School in a rural town in 
eastern Albania (Radoman et al. 2006). Along with the local government, this project was 
supported by Save the Children, MEDPAK, and UNICEF. The focus here was an attempt 
to identify children with disabilities in order to register them for school and work toward 
inclusion. This project began in 2002 and it is reported that by 2005, “There were five 
children in the special, now part-included, class and three children with moderate special 
needs in each of the three mainstream classes, grades 1-3” (Radoman et al. 2006). 
Regardless of the small-scale of this project, it appeared to have had a positive effect on 
the community (Radoman et al. 2006).  
Other projects, while offering valuable services to individuals with disabilities, 
still remain primarily segregated in residential day centers versus inclusive environments. 
Ana Gjokutaj (http://go.worldbank.org/0QE87PJVT0) describes one such program, Let’s 
Stay Together, a day care center for those with disabilities based out of the capital of 
Tirana and funded by the World Bank, where children can go participate in different 
activities and receive therapy. The need for development of more inclusive communities 
is recognized in communities around the world. Mobility International USA (MIUSA) 
funded the project Building a Disability and Development Coalition in Albania in 2007 
(http://www.miusa.org/idd/bidc/countryactivities/albania/ADRF/?searchterm=albania). 
This coalition worked toward improving inclusion by sharing best practices with 
representatives from both development and disability advocacy organizations. The 
project provided trainings and opportunities to share ideas in order to ultimately create an 
37 
 
action plan to further address inclusion. Although these projects have contributed to 
toward improvements in the conditions and support for families and children with special 
needs, they only represent the first steps toward inclusion (Koka et al. 2005; Sota 2012). 
Summary 
 The literature review covered anthropological literature, disability issues, 
education and inclusion of children with disabilities, and the incorporation of community 
voice in development efforts. Through the anthropological literature we learn about 
Albanian customs and family traditions (Durham 1910; 1923; 1987), how a community 
and community structure can be affected by transitions (Turner 1969), and the 
importance of recognizing the depth of meaning in actions (Geertz 1973). The relation of 
history and tradition also informs practices and allows us to better understand the 
progression of the special education system in Albania. The literature shows that 
addressing the needs of all children in an inclusive manner has become an important 
commitment within the country; however, recognizing the barriers allows development 
actions to be tailored to the community. In opening up to the voice of communities of 
families and children with disabilities, the exploration of participatory development 
provides a model that recognizes the importance of these perspectives. Overall, the 
standpoint of families was somewhat lacking in the literature. Critical hermeneutic theory 
brings the voice of the other and the history of individual experience to the forefront. In 
Chapter Four, I outline the framework of my research and the results of my previously 
completed pilot project. 
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CHAPTER FOUR: RESEARCH THEORY AND PROTOCOL 
Introduction 
I applied critical hermeneutic theory to this research study. Critical hermeneutics 
is an interpretive framework that allows us to develop new understanding through the 
interplay of language and dialogue. Herda states “language plays a generative role in 
enabling us to create and acknowledge meaning as we engage in discourse and fulfill 
social obligations, which have, in turn, been created through language” (1999:24). 
Language is an essential component of critical hermeneutic research because it is the 
medium through which individuals can share their points of view.  It is the expressive 
form from which texts are built and are the foundation of our conversations with others 
(Gadamer 1986). Within the language of every culture, we are able to find ties to history 
and tradition (Gadamer 1986). In hearing from others we, as researchers, become part of 
an exchange that changes us based on how we interpret and understand what we hear. 
Herda states, “What we see, how we act, and how we reason all determine the extent and 
limit of our understanding” (1999:5). In a critical hermeneutic orientation, both the 
research participant and the researcher carry their own “horizon of understanding” and, 
through their interaction, develop new individual meanings (Herda 1999:90). Incumbent 
in this process is how we choose to respond to what we have learned, through a lens of 
our own history, biases, and moral compass (Herda 1999:91). These theoretical 
underpinnings worked well for this study because it is through discourse and language 
that the perspectives on disability were brought forth for interpretation.  
In Chapter Four, I describe the research categories, research protocol, research 
questions developed to help guide each conversation, the process of data collection and 
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analysis realized, and introduce the research participants with whom I engaged in 
dialogue. Additionally, I reveal the results of my pilot study, which offered an 
opportunity to test out my guiding questions and provided a backdrop to the current 
study. To begin, I summarize my three research categories: narrative identity, mimesis, 
and communicative action. 
Research Category One: Narrative Identity 
Our lives consist of a series of moments in time which, used as a whole, guide our 
actions, beliefs, values, and character. These events create a plot in the stories of our lives 
(Ricoeur 1988). Each experience and interaction has an effect on us, and we often live 
our lives without thinking about how our past guides our present. Ricoeur (1992:140-
168) attempts to make us increasingly cognizant of our histories and recognize the 
influence that our histories can have. We are all historical beings existing in and through 
history. 
Within this theory we learn about sameness (idem) and selfhood (ipse) (Ricoeur 
1992:116-125).  Our idem refers to the attributes in ourselves that do not change, they 
remain stable and constant despite new information and experiences we have (Ricoeur 
1988; 1992).  Ipse is the part of us that evolves as we interact with the world, and it is 
how we understand ourselves in relation to others (Ricoeur 1988; 1992).  Ipse is also 
discordance, or something that disrupts our lives in some way, that changes the plots of 
our stories (Ricoeur 1992).  Idem is concordance because it represents a “unity of a life” 
within us, a form of “permanence in time” (Ricoeur 1992:147).  Our character is a 
dialectic between these two parts of our personal identity.   
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With each new experience and the ongoing process of understanding, the plots of 
our stories can change. We take action as a result of the understandings we are 
developing and this, in turn, guides the path of our story. Ricoeur (1992:143) uses plot to 
describe how stories, whether fictional or historical, take us to a place we can see our 
lives going. The plot describes a combination of successive actions, thoughts, and 
feelings that direct a story (Ricoeur 1984:67). It continues through the responses that are 
manifested and the continuous configuration of our thoughts and interpretations. We 
follow a story and use our imaginations to visualize where the actions will lead us. 
Our narratives are our stories and they incorporate details in our lives that we 
value and care to remember, including our environments, experiences, and traditions 
(Ricoeur 1992). All of this influences the people we are today and the people we will 
become. Narratives describe the ‘who’ in the stories that make up life (Ricoeur 1992). 
Our stories become our identities. Ricoeur asserts that, “The narrative constructs the 
identity of the character, what can be called his or her narrative identity” (1992:147-148). 
However, our narratives also interweave within the narratives of those around us. 
 Ricoeur’s (1992) theory of narrative identity describes a way our lives transform. 
Narratives are a medium to interpret the world around us and to identify and interpret 
who we are within that world (Ricoeur 1992).  They allow us the opportunity for self-
reflection and personal awareness. What is important is that we continue to share our 
stories and the stories of those who have affected us, because unless a story is told, we 
cannot learn and further understand the significance of our lives and the lives of others. 
Within this study, the narratives of individual members of communities offered 
opportunities for the sharing of issues related to disability and how the identity of 
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families, communities, and persons with disabilities are understood differently. 
Embedded within our narratives is an understanding of our past, our present, and our 
future. Ricoeur describes this in his theory of mimesis. 
Research Category Two: Mimesis 
In Ricoeur’s (1984) theory of mimesis, it is through the telling of our stories that 
we can identify how time has passed and learn about the value of the actions we take. 
Ricoeur posits that, “…time becomes human to the extent that it is articulated through a 
narrative mode, and narrative attains its full meaning when it becomes a condition of 
temporal existence” (1984:52). Mimesis is a way to depict the temporal aspect of our 
lives. It is comprised of three stages of action, mimesis1 (present-past), mimesis2 
(present-present), and mimesis3 (present-future). Mimesis2 is a mediating aspect in that it 
connects the three stages. Mimesis is compared with Aristotle’s theory of emplotment as 
it takes a prefigured past (mimesis1) and a refigured future (mimesis3) to configure the 
present (mimesis2) (Ricoeur 1984:54-71). Aristotle, however, focuses primarily on the 
organization of events, while Ricoeur incorporates the concept of time within his theory. 
Taking a look at plot and how our narratives develop, we must first understand 
mimesis1, which encompasses our pre-understandings, traditions, symbols, and all the 
elements that we bring with us to the present, or our present-past. Ricoeur describes this 
as a “preliminary competence” (1984:54). Our ability to create narrative necessitates a 
basis for imitation of previous action, which comes forward through our memories of the 
past. It is the world pre-figured. 
 Rather than moving linearly into mimesis2, Ricoeur’s (1984:70-71) theory of 
mimesis takes us to mimesis3, or our present-future. Based on what we know from 
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narrating our histories, we look to the future and imagine what it could be or how we 
would like it to be, a world refigured.  This is also the stage in which we take in the world 
of action. Only by appropriating our understanding to the world around us, through 
action, do our narratives reach a degree of meaning and purpose. 
 It is the work of mimesis2 to guide us through its stage of mediation (Ricoeur 
1984:65). Here we configure our present based on what our narrative history and our 
imagined future have uncovered for us. We draw meaning from individual events and 
also look at the whole of our stories and take actions in the present that are a reflection of 
these influences. The configuration that occurs during this stage brings together our 
different life events into a meaningful narrative and guides the plot of our story in an 
intelligible and plausible way (Ricoeur 1984:67). 
Important in Ricoeur’s (1984:71-76) theory is what is referred to as the circularity 
of mimesis. What this describes is not a never-ending cycle in which an ending leads 
back to the beginning; rather, it refers to more of a spiral that continuously grows as each 
moment in our lives becomes part of our history and our pre-understandings are 
continuously being adjusted to accommodate for them. This, then, changes how we may 
imagine the future. Our present is always based on these experiences and as we move into 
different stages of mimesis, we may take action in different ways based on the new 
understandings and new experiences that have been integrated into our narratives. It 
represents a process of continued growth and changing perspectives. Ricoeur says that, 
“because we are in the world and are affected by situations, we try to orient ourselves to 
them by understanding…” (1984:78). Understanding can grow through our interactions 
with others and it allows us to imagine our world differently. This category comes 
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through in this research study as we attempt to understand how Albania’s history, 
traditions, and individual hopes for the future can or have influenced the present related 
to the trajectory of disability issues. Through a process of communicative action, 
viewpoints can be shared and we open ourselves up to new possibilities. 
Research Category Three: Communicative Action 
Communicative action refers to the way social interactions are guided in rational 
discourse between community members to encourage the pursuit of purposive action. 
This is done when the involved members are motivated to work toward some degree of 
shared understanding and use language as the medium in which to do so. Habermas 
(1984) describes these exchanges as requiring the incorporation of communicative 
rationality, which links knowledge with rationality and action, thereby, allowing 
participants to work toward reaching mutual understanding. It is the pragmatics of speech 
acts and the use of knowledge that is the foundation for communicative rationality. 
Habermas further defines communicative rationality as being a  
rationally motivated agreement among participants that is measured against 
criticizable validity claims. The validity claims (propositional truth, normative 
rightness, and subjective truthfulness) characterize different categories of a 
knowledge embodied in symbolic expressions. These expressions can be more 
closely analyzed in two ways – with respect to how they can be defended and 
with respect to how actors relate through them to something in a world. [1984:75]  
 
 As members of a shared community, the ability and desire to engage in discourse 
about a common lifeworld and future action allows the opportunity for individuals to 
share varying points of view. The mutual values and norms that develop by identifying 
with a community encourage dialectic relationships that have the potential to take action. 
The actors in this paradigm are members of a community or lifeworld that unite them in 
some way (Habermas 1984:70). However, perspectives between communication partners 
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differ and must be brought to a place in which agreement can be reached. These speech 
acts may involve some form of argumentation but move forward based on having an 
orientation to reach understanding. Habermas describes it as “coming to an 
understanding” (1987:120) regarding a mutually agreed upon theme. He further stipulates 
that this is under the assumption that “…acting and speaking subjects can relate to more 
than only one world, and that when they come to an understanding with one another 
about something in one world, they base their communication on a commonly supposed 
system of worlds” (Habermas 1984:278). Here he refers to world external to us, our 
social aspect, and an internal one that resides within us. 
 The internal world represents the self-expression that develops from our 
individual identity (Habermas 1987:40-41). In an external or social world, in which we 
are bound through ongoing interactions and relationships, we must often use our speech 
acts to regulate ourselves, and the world around us (Habermas 1984:278-279). Habermas 
further identifies speech acts as having the ability to “take on the function of coordinating 
action and make their contribution to building up interactions” (1984:278). The actions 
that we take through this process often relate to addressing issues of common concern in 
social situations. When speakers and hearers come together Habermas finds that it is to 
“negotiate common definitions of the situation” (1984:95). Through the process of 
communicative action community members can then come together to address issues that 
are important to them in a forum where points of view are heard. These interactions 
acknowledge differences of opinion, but also give others new insight on an established 
theme. Communicative action is used within this study as a possible way to voice 
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community concerns or priorities related to disability and inclusion that could inform 
educational policy in the future. 
Each of these hermeneutic themes were useful during the analysis process of this 
study because they led me on a course through personal narratives, the influences within 
individual perspectives, and how these perspectives can inform action in community 
contexts about disability and inclusion. Analyzing the conversation text helps to 
configure individual meaning and brings an imagined future to the forefront. This 
rationale is what guided the research. 
Research Protocol 
The research process reflects a participatory critical hermeneutic research 
protocol developed by Herda (1999). The approach is developed around the use of 
research conversations between the researcher and study participants.  In critical 
hermeneutic research the undergirding philosophical paradigm relies on the voice of 
participants in order to create the possibility for a public discussion of the issues at hand. 
Conversations are guided by questions that reflect research directives. These questions 
intend to expand our understanding, during the data collection process, of family and 
community perspectives on disability and the development of special education and 
inclusion in Albania. The data analysis will draw from what is exposed by the transcribed 
text of the resulting conversation (Herda 1999). Before beginning this study, each of the 
described parameters of my research was approved by the Institutional Review Board for 
the Protection of Human Subjects (Appendix A: IRBPHS Approval). Below, I describe 
the three research categories, narrative identity, mimesis and communicative action, 
which informed data collection and analysis, and their corresponding guiding questions. 
46 
 
Research Categories and Questions 
This section outlines the categories and questions used in this study. The 
categories “serve as general parameters for the research inquiry and data collection 
process as well as themes for the analysis” (Herda 1999:96-97). Research questions guide 
the research conversation. Herda (1999:97) finds that these questions help to create a 
context and engage people in conversation. These questions are not meant to identify 
specific answers, nor are they asked in any particular order, but instead they were used in 
an exploratory manner. Additionally, the researcher will determine which questions are 
appropriate based on participant background and the flow of the conversation (Herda 
1999). Consequently, all of the below questions may not be asked. Hans-Georg Gadamer 
associates this conversation process to the concept of play because the meaning and 
understandings that develop from within an interchange are in constant readjustment 
between the ‘players’ (Herda 1999:122). Each conversation partner brings something 
different to the conversation based on their differing experiences and perspectives; 
therefore, no two conversations are alike. I present each category separately. 
Category: Narrative Identity 
Narrative identity is useful in this study because when we listen to the stories of 
those within communities we learn about their character and how their story influences 
their everyday interactions. Ricoeur (1992) refers to character as that part of us that 
remains the same over time and which identifies our being. It is this character that guides 
our stories. Only by telling individual and community narratives can we understand who 
we are, how our lives and relationships have evolved, and how past events influence our 
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interactions. The category of narrative identity was addressed with the following 
questions: 
1. How do values and traditions influence your thoughts and perspective of 
disability? Why or why not? 
2. How do you see your role in the community? 
 
Category: Mimesis 
Mimesis helps to develop perspective as we reflect on individual history, an 
imagined future, and the contribution these temporal aspects of people’s lives have in 
guiding their present actions. Community and national narratives offer the opportunity to 
learn about the past and open up possibilities for a new way of being in the future. The 
category of mimesis was addressed with the following questions: 
1. What is your experience with the community with disabilities? 
2. If you could imagine a different environment or reality for families and 
children with disabilities in Albania what would it look like? 
3. How can the traditions of the past contribute to the changes that are currently 
taking place in the educational system? 
 
Category: Communicative Action 
Communicative action works toward a public space where discourse can occur 
with others in the community. Habermas emphasizes that “social actions are oriented to 
cultural values” (1984:83). Communicative action offers opportunities for individuals to 
share “alternative courses of action” (Habermas 1984:85) on a given situation. Having a 
public space for discourse in Albania is important to reaching a mutual understanding 
about disability. The category of communicative action was addressed with the following 
questions: 
1. How would you describe to others the current efforts of community and 
educational inclusion of individuals with disabilities? 
2. If offered the opportunity to share your views on this issue, what would you 
like to address? 
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Each of these research categories and questions addressed my research topic and played 
an important role in the data collection process. 
Data Collection 
The data collection process involves having conversations with willing 
participants, transcribing the conversations, and ensuring the accuracy of the transcription 
data through participant review (Herda 1999:97-98). Conversations lasted approximately 
45 minutes; however, some went on longer or less than this time based on the flow of 
dialogue. The participants were volunteers identified by the researcher’s contacts in 
Albania and invited to participate through the Letter of Invitation developed by the 
researcher. The letter was translated into Albanian and sent to my contacts, who 
distributed them to potential participants prior to my arrival (Appendix B: Letter of 
Invitation and Research Questions and Appendix C: Letra e Ftesën dhe Pyetje Kërkimit). 
Permission was requested to record the conversation. The digital audio recordings from 
the conversations between participant and researcher became the data analyzed. The 
conversations were transcribed by the researcher, and then translated into Albanian. A 
copy of the transcription was provided to the participants, along with an Albanian version 
of my Thank You Letter, so they could ensure that their thoughts were expressed clearly 
before data analysis began (Appendix D: Thank You Letter and Appendix E: Letra e 
Faleminderit). 
During the data collection process I maintained a journal where I could record my 
observations and reflections after each conversation. Journaling during this process is 
important. Herda believes that a journal is “the life-source of the data collection process 
for in it goes the hopes, fears, questions, ideas, humor, observations, and comments of the 
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researcher. A forthright and well-documented log will show remarkable changes over 
time in the researcher’s understanding of both the process and the theory” (1999:98). 
These reflections helped me look at more than just the data provided in the text of the 
conversation, but also the context in which the conversations took place (Appendix F: 
Journal Excerpt). However, it was primarily the conversation transcriptions that served as 
the text for data analysis. 
Data Analysis 
Once the participant approved the transcripts, I analyzed the data using the three 
research categories: narrative identity, mimesis, and communicative action. Transcribing 
the conversations brings language to text, which allows the researcher to reflect on the 
data collected (Herda 1999). Herda observes, “One text is created when the conversations 
are transcribed. In this process the discourse is fixed in writing, and the speakers are 
separated from what they said” (1999:127). This creates distanciation, a distancing from 
the text, which opens the gate through which reflection and analysis can occur (Herda 
1999). The journal was also valuable during data analysis because it helped bring me 
back to that moment in time and the reflections I had immediately after my research 
conversations. Herda (1999:98-99) describes the data analysis process as consisting of the 
following stages: 
 Transcribing conversations and preserving discourse in the form of written 
text, which becomes the data used for analysis; 
 Identifying “significant statements” from the transcript, categorize based on 
selected themes, and bridge these statements to important quotes from critical 
hermeneutic thinkers; 
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 Analyzing the themes to interpret meaning based on the critical hermeneutic 
theoretical categories and the research issue; 
 Offering the opportunity for continued conversation with participants, if 
deemed appropriate, as the text develops during the review of the conversation 
transcript. This may include a need for clarification or expansion on an issue 
broached during the conversation. Any changes or additions the participant 
requests are documented; 
 Drawing implications from the conversation text that offers insight about the 
issue being explored.  
As these stages show, data analysis in the critical hermeneutic tradition is a fluid process 
that develops within the theoretical categories identified.  The data for this research was 
analyzed using the categories of narrative identity, mimesis, and communicative action. 
In the case of this study, I looked at the implications that individual stories can have 
toward education policy in Albania related to issues of disability. I continue by providing 
detail of the research site and a background of my conversation partners, who were from 
both urban and rural areas of Albania, including Tirana, Pogradec, Nizhavec, and 
Zagorçan. 
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Figure 2. Regional Center for Autism 
(http://www.albanianchildren.org/index.php?option=com_con
tent&view=article&id=172&Itemid=27&lang=sq) 
Research Site Information 
When I arrived in Tirana, the capital of Albania, my first ten research 
conversations took place. I began by meeting with families associated with the Regional 
Center for Autism [Figure 2. 
Regional Center for Autism]. 
Dr. Amy Daniels of Autism 
Speaks, who works with 
partners in Eastern Europe, 
referred me to this center. This 
is a somewhat new center that 
opened its doors in 2011 just 
outside of Tirana, in the town of Farka. The center itself is quite impressive and gave me 
a look at the steps Albania has begun to take toward serving families who have children 
with special needs. They offer diagnostic services, therapeutic support for children with 
autism, and a place where families can come together and talk with each other about their 
shared experiences. I was excited to see these services available in Albania and hope to 
see the center grow in the number of families able to access their rich resources. 
 My next conversations occurred in a small, private, family-run kindergarten in the 
Tirana neighborhood of Kombinat. This is where Esmiralda and Kedi Osmani teach 
alongside their mother. My first impression of this school, based solely on the building 
itself [Figure 3. Entrance to private family run kindergarten], was a bit of shock because 
of the poor condition of the building exterior. Additionally, it is a multi-unit building and, 
due to language barriers, I thought I had misunderstood where I was meeting my research 
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participants. Instead of the school I imagined, 
it appeared that I had been taken to  
someone’s home. Once I entered the unit, I 
immediately knew that it was, in fact, the 
kindergarten class. I could hear the children in 
an adjacent room and the interior was well 
organized and child friendly. The opportunity 
to see this program gave me a better 
perspective of the characteristic types of 
programs or schools families have access to in 
Albania. Aside from these locations, 
additional conversations in Tirana were arranged in local cafes.  
There were a multitude of cafes on what seemed to be every street or road 
throughout the city. Cafes in Albania are a convening spot where people sit to enjoy their 
coffee or beverage and socialize with friends and family. It is common for locals, 
particularly men, to meet at cafes two or three times a day. I met with two different 
research participants at cafes, Alma Pallati and Vjollca Danini. We were able to find 
quiet corners where we would not be disturbed. Once my conversations in Tirana were 
completed, I traveled to the southeastern city of Pogradec. 
Pogradec is a small city in the county of Korçe along the shores of Lake Ohrid. 
The town is picturesque, much different from the hustle and bustle of big city life. With a 
population of approximately 30,000, many of whom come from families who have lived 
in the area for many generations, most of the locals know one another. The Daily Special 
Figure 3. Entrance to Private Family Run 
Kindergarten (Photo by Lucia Murillo) 
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Center is located in Pogradec 
[Figure 4. Daily Special 
Center in Pogradec] and it was  
here where I spoke with two of 
my research participants. The 
remaining four conversations 
occurred in the homes of my 
participants, who lived in the 
villages of Nizhavec and 
Zagorçan, just outside of Pogradec. Recruiting research participants for this study in each 
of the described locations required appropriate entrée to the research site. 
Entrée to Research Site 
I undertook the process of data collection in May 2013. My local Albanian 
connections and their ties to family members who work in education in Albania afforded 
me the opportunity to connect with participants for this research. Prior to my arrival, they 
were also able to give me important recommendations regarding my visit. For example, 
they suggested I leave the country before the time of local governmental elections at the 
end of June 2013. Additionally, contacts in Albania who work with a children’s 
organization working with families who have children with disabilities were also 
valuable in identifying participants for me to speak with. These particular conversations 
were pre-scheduled and began on the first day of my arrival in the country.  
Although English is becoming increasingly common, Albanian is the primary 
language used in Albania. Each of the documents provided to my participants were 
Figure 4. Daily Special Center in Pogradec (Photo by 
Lucia Murillo) 
54 
 
initially written by me in English and were subsequently translated into Albanian. My 
own knowledge of Albanian is limited; therefore, I was assisted by a total of three 
different interpreters, Erjona Capari, Lulljeta Mani, and Henri Pappa. Each interpreter 
was identified through my personal contacts. Erjona is affiliated with the Regional 
Autism Center (previously known as Flying for Life), where children with autism are 
treated. This center is located in Tirana where five of my research conversations took 
place. My hosts in Albania knew Henri, who was able to interpret for the remaining 
conversations held in Tirana. Lulljeta, who was also referred to me by my hosts, assisted 
with the interpretation required in the town of Pogradec and surrounding villages. By 
having different interpreters for each region my conversations took place I was able to 
account for the different dialects in order to provide more accurate and understandable 
interpretations to my research participants.  
Overall, I was incredibly thankful for all the arrangements that were taken care of 
for me (including accommodations and transportation) by everyone I met in Albania. 
This allowed me to focus on the progression of my research conversations and to learn 
about the local culture. Upon my return from Albania, I spent the summer of 2013 
transcribing and translating the conversations. Between August and December of 2013, I 
developed the Data Presentation and Analysis chapters of this dissertation. By January 
2014 I completed the Summary chapter of my research. The months of February and 
March were dedicated to revisions and edits. At the end of March 2014 I completed the 
dissertation and sent it to full committee for their review.  
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Introduction to Research Conversation Participants 
The participants in this research are family members of children with disabilities 
and two community members who are teachers in Albania. Each of my participants was 
referred to me with the help of my local connections from the Kllomollari family, 
Elmasllari family, and the Albanian Children Foundation in Albania. I was able to speak 
to individuals in Tirana and in more rural areas of the Southeastern county of Korçe. 
Having conversations with people from different parts of the country brings a wider 
perspective to the data gathered for this research.  
Conversations were primarily one-on-one with participants; however, due to the 
strong family bonds, which are characteristic of Albanian culture, other family members, 
such as grandparents, were present during some conversations. One couple, Enrick and 
Klodiana Behluli, felt more comfortable participating together. Therefore, their 
conversation is combined into one transcript. I had a total of 18 conversations with 
participants over the age of eighteen, one of which decided to withdraw from the study, 
leaving a total of 17 conversations from which data was analyzed [Table 1: List of 
Participants]. The names of children were removed in order to help protect their 
anonymity.  
  
56 
 
Table 1.  
List of Participants 
Participant Name Child’s Condition Affiliation Location 
Pranvera Bega Autism 
Regional Center for 
Autism 
Tirana 
Dalina Shkoza Autism 
Regional Center for 
Autism 
Tirana 
Enrick & Klodiana Behluli Autism 
Regional Center for 
Autism 
Tirana 
Denada Çapi Autism 
Regional Center for 
Autism 
Tirana 
Esmiralda Osmani N/A, Teacher Private Kindergarten Tirana 
Kedi Osmani N/A, Teacher Private Kindergarten Tirana 
Albana Ismailaj Autism Private Kindergarten Tirana 
Eglantina Begolli Autism Private Kindergarten Tirana 
Alma Pallati Autism (suspected) No affiliation Tirana 
Vjollca Danini Unknown No affiliation Tirana 
Tatjana Hamzallari 
Down Syndrome and 
Mental Retardation 
Daily Special Center Pogradec 
Lefteri Elmasllari 
Traumatic Brain 
Injury 
Daily Special Center Pogradec 
Flora Hoxhallari 
Paralysis and Mild 
Mental Retardation 
No affiliation Nizhavec 
Ismete Ajdinolli 
Epilepsy & Other 
Unknown 
No affiliation Nizhavec 
Silvana Cake Cerebral Palsy Light of Hope Center Zagorçan 
Çeljeta Asanllari Cerebral Palsy Light of Hope Center Zagorçan 
 
Profiles of Conversation Participants 
 The collection of my conversations reflects a diverse sense of experience and 
understanding of disability. Participants varied in their knowledge of their child’s 
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disability, experience through the diagnostic process, and access to community resources. 
They represent families living in both urban and rural areas of the country. All of my 
participants were parents of children with special needs, with two exceptions. I also 
spoke with two kindergarten teachers who have worked with children with autism in their 
classroom. A brief background of each participant follows. I only took photographs of 
participants who gave their consent. 
Pranvera Bega 
 Pranvera is the mother of two young children, a 
boy and a girl, and lives in Tirana. Her daughter is the 
eldest and has been diagnosed with autism. The family 
first became concerned about her development when 
she was 2 years old because she stopped using the few 
words that she had. When additional symptoms began 
to emerge (e.g. lack of eye contact) and local doctors 
were unable to recognize what was happening, 
Pranvera turned to the Internet. She began reading about 
autism spectrum disorders and then learned about the Regional Autism Center. This was 
where the family had their daughter evaluated and where she was eventually diagnosed. 
  
Photo by Lucia Murillo 
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Dalina Shkoza 
 Dalina is the mother of a 9-year-old son 
diagnosed with autism and lives in Tirana. When her 
son was 2 ½ years old, there were concerns about his 
hearing. The family was initially concerned that he 
might be deaf and went to different doctors to try and 
learn if this was the problem. None of the doctors were 
able to confirm this, nor were they able to identify 
what else the problem could be. It was then that Dalina 
turned to the Internet to try and learn for herself what 
could be happening with her son. After finding and watching a video about autism online, 
she began to understand that this might be what was affecting her son. He is currently 
receiving services from the Regional Autism Center, but this center was not opened until 
he was 5 years old. Therefore, between the ages of 2 ½ and 5, Dalina developed her own 
form of therapy through the information she identified through Internet resources. 
Enrick and Klodiana Behluli 
 Enrick and Klodiana are the parents of two young daughters. They live in the 
capital of Tirana. Their eldest daughter is 4 years old and their youngest is 2. This family 
was referred to the Regional Autism Center through an old high school friend who 
happened to be the director of the center when it was still known as Flying for Life. Their 
2-year-old daughter had received an autism diagnosis at the Regional Autism Center only 
four or five months prior to our conversation. This family remains unsure about the 
Photo by Lucia Murillo 
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accuracy of this diagnosis due to her young age. It is their belief that she is “too young 
and should have time to grow up to see what she really has.”   
Denada Çapi 
 Denada was an aspiring singer until the time 
her daughter was diagnosed with autism.  She lives 
with her family in the coastal town of Durres, a 30 
minute drive outside of Tirana. She has only been 
connected with the Regional Center for Autism for a 
year. However, her daughter, now 6 years old, was 
diagnosed at the age of 15 months by a neurologist in 
the city of Durres. At that time, the family was told 
that therapy could not begin until their daughter turned 3 
years old. When her daughter was between the ages of 3 and 5 the family was unhappy 
with the therapists they were able to find and decided to implement their own 
individualized program at home. This continued until the time they learned about the 
Regional Center for Autism, where the family began receiving formal therapeutic 
services. 
  
Photo by Lucia Murillo 
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Esmiralda Osmani 
 Esmiralda is a teacher at a private family run 
kindergarten in the Kombinat district of Tirana. She is 
27 years old and studied history in college. Despite 
spending some time in Italy and also being involved 
with the national museum in Albania, she had a 
difficult time finding employment. It was then that 
Esmiralda and her family decided to open their 
kindergarten. There are currently two children with 
autism enrolled in the program. Esmiralda’s 
experiences with these children and their families have been the core influence in her 
current interest in working with children with autism. It has also prompted a desire in her 
to return to school to receive a Master’s degree to further her knowledge and skills in the 
area of autism and children with special needs. Esmiralda’s younger sister, Kedi, works 
alongside her and was willing to participate in this research. 
  
Photo by Lucia Murillo 
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Kedi Osmani 
 Kedi is a college student and teacher at her 
family’s kindergarten in Tirana. She is currently 
working toward a Bachelor’s degree in Social Work 
and plans to seek a Master’s degree in the future with 
an emphasis in children with autism. Similar to her 
sister Esmiralda, working with the children within 
their class who have autism has sparked Kedi’s 
interest in learning more in order to be better prepared 
to work with these children. She hopes to be able to 
offer additional support to families and the community on issues related to autism and 
other conditions. 
Eglantina Begolli 
 Eglantina is a 33-year-old mother of two 
living in the capital of Tirana. Her older daughter, 
who is now 9 years old, was diagnosed with autism at 
the age of 3 after growing concerns about language 
delays, sensitivity to loud noises, indifference to 
social interactions, and aggression. Eglantina enrolled 
her daughter in the kindergarten run by the Osmani 
family when she was 7 years old. Prior to this, her 
daughter was attending a government kindergarten, but 
Eglantina was not satisfied with the teacher or therapist to which her daughter was 
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assigned. Additionally, she is now concerned with the development of her youngest 
daughter. She is 2 years old and has begun to exhibit some of the same behaviors as her 
sister and is not yet talking. With Eglantina’s past experience, she is addressing her 
concerns early, and has initiated the process of getting her younger daughter evaluated for 
autism. 
Albana Ismailaj 
 Albana is mother to a 6-year-old son who was 
diagnosed with autism at the age of 2. She lives with 
her family in the capital of Tirana. According to 
Albana, her son had been developing normally until 
he was 1½ years old.  At that time his behavior(s) 
began to change. These changes included the 
development of irregular sleeping patterns, self-injury 
(he started biting himself), and aggression toward 
others. He has been attending the Osmani family 
kindergarten for approximately three years. The family has also been taking their son to a 
private therapist who has shared recommendations with them in how they can work with 
him. Over the years, the family has seen a lot of growth in their son and is pleased with 
the progress he has made. 
Alma Pallati 
 Alma is a 27-year-old mother of a 2-year-old boy. She lives in the city of Tirana 
with her husband. Alma has many concerns about her son’s development, particularly 
with his language. He has not started to talk yet, and does not seem to understand what 
Photo by Lucia Murillo 
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others say. Although it has been approximately one year since she brought her concerns 
up to a doctor, Alma has still not been given a clear understanding about what could be 
causing his delays. She has been told it might be autism, but also that he may just be 
delayed in his speech. This family has been connected with available therapy programs in 
the area; however, they have ceased taking him to these appointments due to his extreme 
negative response. Her son is currently enrolled in a public kindergarten. 
Vjollca Danini 
 Vjollca is a 28-year-old mother of two young children, a 6-year-old son and a 3-
year-old daughter. The family lives in the capital of Tirana. Her son is a typically 
developing young boy; however, her daughter has had medical problems that have been 
difficult to diagnose. She has been underweight since infancy and now, at the age of 3, 
only weighs 6 ½ kilos. The family has been told by various doctors in Albania, Turkey, 
and Greece that she may be suffering from cystic fibrosis. However, after multiple 
evaluations by these same doctors, results seemed to be inconclusive. In Turkey, they had 
a genetic test done for her, from which their daughter did eventually receive a diagnosis 
of Polymorphism 7. Most recently, the family was informed that their daughter has a 
heart condition that requires surgery. Unfortunately, because of her low weight, she 
cannot undergo this surgery. The family continues to seek further diagnosis and treatment 
and is not currently connected with any educational or treatment center for their daughter. 
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 Flora Hoxhallari 
 Flora is the mother of four daughters. She lives 
in the village of Nizhavec in Southeastern Albania. 
Her eldest daughter, who is from her first marriage, is 
15 years old.  She has been diagnosed with paralysis 
and mild mental retardation. According to Flora, this 
was the result of having developed a high fever (41ºC) 
when she was 2 ½ years old. After her daughter 
became paralyzed (and having separated from her ex-
husband), Flora left her to be raised by her parents. It 
was not until Flora’s daughter was 14 years old that she returned to live with her and her 
new husband. Flora is a housewife and cares for her children during the day. Her 15-year-
old has never attended school or received any educational or therapeutic support outside 
the home. 
Ismete Ajdinolli 
 Ismete also lives in the village of Nizhavec. 
She has seven daughters and two sons. One of her 
daughters, who is now 25 years old, has suffered from 
frequent seizures since infancy, which have been kept 
under control with medication. However, until she 
was 14 years old her daughter could still walk and 
talk. At that time, doctors sent the family to the capital 
Photo by Lucia Murillo 
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of Tirana to perform scans on her body. Ismete shared that after completing those scans 
her daughter immediately began to get worse. She stopped talking and could no longer 
walk. When the family consulted with the local doctor in the city of Pogradec, he told 
them that she had been damaged. The scans had been too much for her daughter. The 
doctors were not able to help reverse the damage that had been done and, now, the family 
has had a deep mistrust for doctors. Ismete revealed that they have not taken their 
daughter to see a doctor since that time. Unfortunately, their daughter has gotten 
progressively worse. She is now wheelchair bound and requires full care for feeding, 
dressing, and cleaning. The family has no connections with any local educational or 
treatment centers for their daughter and, instead, care for her themselves within the home. 
Tatjana Hamzallari 
 Tatjana lives in the city of Pogradec and is 
mother to a 35-year-old daughter with Down syndrome 
and mental retardation. Her daughter attends the Daily 
Special Center in Pogradec (Qendra Ditore Speciale në 
Pogradec), which is specifically for children with 
special needs. When she was between the ages of 7 
and 15 she went to regular school. It was around that 
time when the Daily Special Center opened, and 
Tatjana’s daughter was one of the first to enroll. 
Tatjana is satisfied with how her daughter has developed and was eager to praise all of 
her accomplishments. Particularly impressive is the fact that her daughter joined the 
Photo by Lucia Murillo 
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Albanian swim team for their first appearance in the Special Olympics in 1998 and won 
gold for Albania! 
Lefteri Elmasllari 
 Lefteri also lives in Pogradec and is the mother 
of three boys. The youngest of the three, now 25 years 
old, suffered a traumatic brain injury at the age of 1 ½ 
after falling from the 5
th
 floor balcony of their 
apartment home. The two older sons were caring for 
him while both parents were at work and, 
unfortunately, in an unsupervised moment, the 
accident occurred. He was hospitalized for a month 
before being sent home. At that time, one side of his 
body was paralyzed and he was not able to speak. Over 
time, and with the family’s dedication to his recuperation, he slowly regained these 
abilities. However, the damage to his brain could not be fully restored. He continues to 
have difficulties retaining information and has medical needs that require support. At the 
age of 7, the family attempted to register him in the local school. When the school 
refused to accept him the family decided to enroll him in the Daily Special Center in 
Pogradec, which he continues to attend. 
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Silvana Cake 
 Silvana and her family live in Zagorçan, a 
village just outside the city of Pogradec. She is the 
mother of a 6-year-old daughter and a son who is 
about 2 years old. Her daughter was diagnosed with 
cerebral palsy after a traumatic birth and spent the first 
month of her life in an incubator. It was clear early on 
that she had little muscle strength. She was not able to 
hold her head up or even to grasp toys in order to play. 
Silvana’s daughter began receiving physical therapy when she was just a year old and 
continues to receive those services now at the Qendra Drita e Shpresës (Light of Hope 
Center). The family has been able to purchase necessary supplies recommended by their 
therapist, such as orthopedics, a walker, and a therapy ball. Silvana’s daughter is not 
attending school, but Silvana hopes there will be a way to take her to school in the future. 
Çeljeta Asanllari 
 Çeljeta also lives in Zagorçan and is the 
mother of two sons, ages 4 and 8. Her 8-year-old son 
was diagnosed with cerebral palsy after developing a 
high fever and seizures when he was six months old. 
He was unconscious for three days and began to 
respond only after they had made it to the National 
Centre of Good Growth in the capital, where they 
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attempted to reduce his fever in baths of water. He was hospitalized for two months 
before being sent home. The right side of his body was affected and his physical mobility 
is not well coordinated. When he was 1-year-old, he began physical therapy at a local 
center, Qendra Drita e Shpresës (Light of Hope Center), where he continues to receive 
services. He can now walk with some support. Çeljeta’s son has not been able to attend 
school because of lack of support within the classroom, but she hopes for him to be able 
to go in the future. 
The Research Pilot Project 
Completing a pilot project is an important step in moving toward proposed 
research. It provides the opportunity to try out the guiding questions and ensure the 
selected research categories are appropriate for the research topic (Herda 1999). Herda 
finds that “piloting also provides an opportunity to practice carrying on a conversation 
rather than merely a question-and-answer interview” (1999:109). Conversations are more 
open-ended and much less restrictive than interviews. My pilot conversation was realized 
in October 2012. Through this conversation I was able to more closely reflect on the 
perspective of a community member regarding issues of inclusion. 
Background of Conversation Participant 
Petro Lati is a 72-year-old journalist who was born and raised in southern 
Albania, in a village at the outskirts of a small town called Himarë, within the district of 
Vlorë. In 1968 Petro graduated from the university in Tirana with a degree in Albanian 
literature and language, and remained in Tirana after finding a job in public television. 
His extended family still resides in the southern town where he grew up. Petro is 
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currently living in San Jose, California. Petro’s career as a journalist in Albania spans 
approximately 42 years.  
Petro spent his career creating documentaries in the areas of Albanian education, 
art and culture. In the last 15 years, he has been able to preserve 120 of his 
documentaries. A lot of his earlier work, which was in children’s programming, was lost 
based on the limited technology available during that time. Most recently his focus was 
primarily with the arts in Albania, both with artists and the studios that developed these 
artists. Additionally, during his career, he explored some of Albania’s historic characters, 
including anthropologist Edith Durham. 
 Based on Petro’s extensive knowledge of the social and cultural history of 
Albania and his experience in exploring social issues, such as education, I selected him to 
be my conversation partner. It was important for me to learn about the perspective of 
disability from an integral member of the Albanian community. Although his family has 
not been directly affected by having a child with disabilities, his thoughts were equally 
valuable and provided insight into how individuals respond to this situation within their 
community. In the pilot study, I analyzed this narrative using my research categories of 
narrative identity, mimesis, and communicative action.  
Data Presentation and Analysis 
I met with Petro, on Sunday, October 8, 2012. Prior to our conversation we agreed 
to meet at his son’s home in San Jose, which is where Petro is staying. His son 
generously offered us this location for our meeting. I wanted to make sure Petro was 
comfortable, but I also wanted a place that would be reasonably quiet so we would not be 
disturbed by environmental factors, such as noise, weather, and unintended interruptions. 
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When I arrived, I was greeted by Petro’s daughter-in-law, who welcomed me into 
her home. I came prepared with some freshly made almond cookies from a local bakery 
and gave them to her after we met. Her infant son was asleep on the couch so we spoke in 
hushed tones. She guided me out to the back yard and offered me a seat at the table. It 
was a warm day outside and she felt it would be a pleasant location for the conversation. 
She went off to let her husband and father-in-law know that I had arrived, then returned 
and sat with me. She was interested in the topic of the research conversation so I shared a 
bit about my project and my interest in Albania while I waited for Petro. 
 Both Petro and his son, Andrea Lati, soon came outside and found a place at the 
table. Andrea was our translator because Albanian is the language Petro felt most 
comfortable using in order to express his thoughts more clearly. Andrea’s wife excused 
herself and we began our conversation soon after (Appendix G: Pilot Conversation 
Transcript). Throughout this conversation there were references to the past and visions 
for the future that related to my three research categories, narrative identity, mimesis, and 
communicative action. Following are some of the key points identified in the data. 
Through the context of narrative identity I learned about how Petro valued the 
inclusivity of children with disabilities within their social environments. These values 
guided his actions in his work as a journalist. He also brought to light how outside 
expectations can influence a child’s identity simply by the social responses or interactions 
they have with others. Ricoeur states, “By narrating a life of which I am not the author as 
to existence, I make myself its coauthor as to its meaning” (1992:162). It is the narration 
of the meaning of disability that Petro indicated might identify someone as different. This 
narrative identity continues to influence reactions and interactions within a social sphere.  
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The conversation with Petro also brought to light issues related to mimesis. Eras 
in history, primarily the period during communism and after communism, were 
referenced throughout. Petro had memories of his experiences when Albania was still 
under communist rule and felt the country was much more isolated than it is today. This 
isolation affected the amount of information available and, as a result, a lack of 
awareness regarding the topic of disability. However, Herda reminds us that “there is no 
determinative relationship between past experiences and future possibilities” (2010:139). 
This can be understood when Petro recognized the insufficiency of past resources and, 
subsequently, reflected on the hopes for the future. He mentioned that children with 
disabilities are rarely able to attend school. This is an issue that non-governmental 
organizations (NGOs) in Albania are working to improve. Petro recognized the work 
NGOs are doing in spreading the word about disability and attempting to improve the 
situation for children with disabilities.  
Petro and I also discussed themes related to the theory of communicative action. 
Petro shared that there continues to be a need for uniting communities in order to be more 
influential in addressing and making change. Despite the strong and cohesive family 
system, he felt that the lack of unity in the community limits how much information is 
conveyed and how much support is given. Detlef Horster describes, “Understanding 
among people is only possible within the context of a familiar background; this 
knowledge of the environment is contained in language” (1992:11). Thus far, Petro 
credits the work of international organizations that have begun creating a sense of 
awareness of disability issues. He feels that these organizations are circulating 
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information to the public, thereby, developing an impetus for change. Please refer to 
Appendix H for a complete data presentation and analysis of the pilot project. 
Implications 
Petro’s perspective, that of a community member, brings in the view of someone 
not directly related to the issue but who would be affected by possible new social 
inclusion models in Albania. In living within a setting where change occurs, a new point 
of view for all those within that community develops. At the same time, it is the families 
who represent the population of children with disabilities that provide the opportunity to 
share their experiences and advocate for the needs of their children. This advocacy, as has 
begun through the work of international NGOs, can help to inform policymakers and 
educational professionals in future improvements. Recognizing that Albania’s period of 
transition continues, it is important to ensure that the vision for the future is developed 
through a community’s identified needs and desires.  
Petro’s voice in this narrative reveals how an outsider interprets the story of 
another. It is reflective of his own identity, which incorporates aspects of his past, 
present, and future. Although this may make it difficult to say whether his understanding 
is accurate for the families directly affected by the situation, it does offer the opportunity 
for others to recognize the openness of community members and the importance they 
place on how the needs of their neighbors are recognized and treated. 
The data from the conversation revealed that there is a genuine desire for 
knowledge and a willingness to learn more about those with different abilities. 
Additionally, it appears that the fall of communism did not just open the country up to 
explore individual identities but also freed the community to open themselves up to 
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others. Petro implied that the cloud of isolation is clearing and, based on increased 
numbers of individuals with disabilities visible in the community, the true shades of 
individuality and uniqueness is beginning to appear. These children, who have been 
hidden away in the past, are becoming a more integral part of communities. In so doing, 
the community must begin to respond as well, through unified actions. It is imperative 
that educational and social systems address the needs of these children in order for 
progress to be made. Petro’s reflections convey the value of discourse by sharing points 
of view, expanding our horizons, and moving toward a state of communicative action. 
This brings me to the need for community discourse. 
As organizations have entered Albania and begun to demonstrate the benefits of 
sharing information with the community it will be important for the community to then 
learn from each other and take ownership of the changes that are occurring. Only through 
discourse can there be understanding and, in turn, a different interpretation of a newly 
imagined future. This is the future that new policies should aspire to support. 
Reflections on Pilot Project 
The use of critical hermeneutic theory in this study opened the door to becoming 
aware of an individual’s way of thinking. By telling his story, reflective of his own 
personal identity and connection to the past, Petro has offered me the opportunity to 
reach new understandings about the current situation in Albania as it relates to children 
with disabilities. During the conversation we were able to touch on the research 
categories, narrative identity, mimesis, and communicative action. Not all the guiding 
questions were incorporated as written; however, I was able to reference them throughout 
which made them useful in ensuring the conversation remained focused. Overall, the 
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conversation seemed to flow well, and although it felt as though Petro’s professional 
perspective guided the direction of the dialogue, it was still his personal reflection on the 
study topic.  
Having experienced living during communist times and most recently through an 
ongoing period of social and political transition, Petro’s perspective has been influenced 
by his history. Maintaining a memory of our history requires us to share with each other 
the experiences we have. In this way our stories no longer remain a mysterious cloud that 
belong to us, but instead, they become entangled within a bigger, broader story that will 
live on in the memories of those around us throughout time. As Albanians develop their 
narrative toward a future that they can imagine themselves living in, the connection of 
their history and tradition will reverberate through the actions they take. 
Background of the Researcher 
As an education specialist with an emphasis in early childhood special education, 
this research topic is important to me for several reasons. I have worked and interacted 
with many families who have newly learned of their child’s delays or disabilities. The 
family response that results varies based on individual factors, including family culture, 
socioeconomic background, and available support systems. The importance of support 
systems cannot be overemphasized. I have often found that when families are able to 
build a relationship with someone who can answer their questions or simply listen to their 
concerns a sense of acceptance begins to develop. This type of openness does not always 
happen initially with friends and family. The involved parties are guided by their own 
emotions and traditions on how to respond to situations that can appear personal and not 
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easily discussed. This response to disability is guided by the identity of an individual and 
the culture they are associated with. 
The multicultural population I have worked with in local communities influences 
my desire to understand different cultures around the world and, particularly, how 
disability is interpreted in different communities. After visiting areas of Greece and 
meeting individuals from Albania, I began to develop an interest in the history of South 
Eastern Europe and the way in which cultural values and traditions affect social systems. 
Specifically, I learned about the ongoing development efforts in Albania since the fall of 
the communist regime in the early 1990s. In Albania, specialized services and 
professional or teacher qualifications are part of continued development efforts. I would 
like Albania and other developing countries in the process of transition to develop an 
understanding of the importance of a united community that is inclusive of all its 
members.  I hope this exploration of family and community narratives will provide an 
opportunity for future advocacy efforts that encourage communities to take an active role 
in learning about and supporting individuals with disabilities. 
Summary 
The use of a critical hermeneutic research protocol (Herda 1999) brings language 
and discourse into the context of narratives. This chapter described the multiple layers 
that were involved in this research study and the role of critical hermeneutic theory 
throughout the research process. I identified three different research categories, narrative 
identity (Ricoeur 1992), mimesis (Ricoeur 1984), and communicative action (Habermas 
1984, 1987), which guided the conversations with my research participants. These 
categories also served as a lens through which I analyzed the data collected during my 
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research conversations. Additionally, this chapter revealed the results of the pilot study. 
The pilot study was conducted as a way to test my guiding questions and get a better 
sense of whether the selected research categories were appropriate in leading me through 
the research process. In Chapter 5 I take a closer look at current experiences regarding 
disability issues through the eyes of my research participants. I present data I collected as 
they relate to my three research directives, narrative identity, mimesis, and 
communicative action. 
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CHAPTER FIVE: DATA PRESENTATION 
Introduction 
 In Chapter Five I begin to outline some of the themes uncovered through the 
conversations with my research participants. My understanding of the communities I 
visited grew through each conversation I had. Although there were many similarities in 
experiences and access to information and resources, there were also many divergences. 
For example, much of the data differed depending upon where families were in the 
process of diagnosis and/or treatment. The data I collected offered viewpoints of 
individuals living in a variety of circumstances, with different economic conditions and 
available resources. Although economics did not play a strong role in the themes drawn 
from my data, it is a relevant underlying issue in the path families took in identifying a 
diagnosis for their children. Those with more financial resources were able to access 
medical care outside of Albania. In keeping with the research protocol, I guided each 
conversation with questions to touch on issues related to my three critical hermeneutic 
theoretical categories. Themes related to narrative identity touch upon family traditions 
and interpersonal relationships. The section on mimesis encompasses past experiences 
with disability, the spiritual aspect of coping, and imagining a future for children with 
disabilities. Communicative action themes address self-advocacy efforts and participant 
ideas toward taking action. This data and the associated themes will subsequently be 
analyzed, within Chapter Six, based on these broader theoretical categories. 
Narrative Identity 
 Through narrative identity, we learn about others based what is revealed in the 
sharing of their story. Ricoeur writes “the self of self-knowledge is the fruit of an 
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examined life…and an examined life is, in large part, one purged, one clarified by the 
cathartic effects of the narratives, be they historical or fictional, conveyed by our culture” 
(1988:247). Narratives bring to light the different variables that may influence 
perspectives throughout life as individual and community circumstances change. In this 
section, I present data on how family traditions in Albania guide roles taken within 
family systems. I also identify how past experiences can play a role in relationships 
developed with others. 
Family Traditions Guide Family Roles 
 A family’s response to disability was, in some ways, influenced by traditions and 
cultural expectations. This cultural element was visible in the responsibility most families 
felt toward taking care of their loved ones. Ismete Ajdinolli lives in the small village of 
Nizhavec. When I asked her if their family had received any sort of support in the care of 
their daughter she stated, “We don’t need any support. As a family we like to take care of 
her ourselves. It’s our responsibility.” This sentiment was also reflected in Flora 
Hoxhallari’s response. 
Flora, also from Nizhavec, explained how family duty has influenced their 
acceptance of outside assistance from a local Christian organization. She shared that, “In 
this organization, I could register [my child] and get some support. But my husband 
doesn’t agree with that. He doesn’t want the support because he feels that they would 
think that we were begging for something for our girl.” She also related this to the duty 
her husband feels, as a husband and father, in order to show others he is able to take care 
of his family. My conversations also revealed the existence of traditions that relate to 
family systems. 
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While discussing Albanian tradition Dalina Shkoza, a native of Tirana, recognized 
that “we as Albanian people are very traditional people and we stay strong in our 
traditions. We are difficult to change.” Connecting this to the care of children Dalina 
further shared that, “Albanian husbands don’t usually give a moment to the children.” It 
is this firm belief in the traditional family roles that Albana Ismailaj discussed. 
Albana, also from Tirana, acknowledged the existence of traditions within the 
family when she stated, “traditionally here, the mother is the one who takes care of the 
child.” Unfortunately, this also means that the responsibility for how a child develops or 
is cared for falls solely on the mother. Albana recognized this and described the issue of 
disability claiming, “In our culture, the problems that occur with children, we relate those 
problems to the mother…so for these problems, in our environment, the mothers are the 
ones being accused and discriminated toward, even though the problem has nothing to do 
with being a mother.” This tradition was more taxing for families who have children with 
special needs. 
Pranvera Bega’s daughter receives services from the Regional Autism Center. 
Pranvera shared her frustration about caregiving responsibilities and felt that “for 
daughters-in-law, no one helps them. Only the mothers of the girls help, and this is 
widespread. The problem is, I have to deal with [my child], but I also have to do the 
laundry, shopping, cooking. That is my responsibility too.” Across family life, traditional 
family roles appeared to remain unchanged, particularly as they related to caregiving. 
This section reflects a continued adherence to traditional roles within the family structure 
in Albania. Relationships with family and community, however, were often guided by 
individual experiences.  
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Experiences Influence Relationships 
 The experiences people have throughout their lives influence how they relate to 
others. Denada Çapi lives in the city of Durres and makes the trip to Tirana for her 
daughter’s services at the Regional Autism Center. She remembered back to her 
childhood and revealed, “I am understanding of people’s reactions because as a child I 
remember me and some friends teased a girl who had autism or some other disability. For 
this reason I understand people when they see a behavior in [my child] that they don’t 
understand.” These types of interactions affect people in different ways.  
I understood a child’s perspective when Silvana Cake, from the rural town of 
Zagorçan, discussed her concern for her daughter’s well-being by recognizing the 
reactions of others and shared, “They [others] just say, ‘oh what a pity.’ I don’t feel very 
good when they pity her like this. Now even she has begun to see herself as different 
from the others.” Being from a rural town where most people know each other, Silvana 
experienced pity rather than the contempt or teasing Denada recalls from her experience 
in the urban capital, where most people are strangers.  
Silvana, at times, talked openly about her daughter’s condition and found that 
“she doesn’t like hearing me talk about it too much or to complain. When she hears me 
she doesn’t like it. She understands everything I say.” This shows a degree of self-
understanding in children and was also reflected in my conversation with Tatjana 
Hamzallari. 
Tatjana remembered back to her daughter’s childhood in the city of Pogradec and 
disclosed a similar experience. She believes, “sometimes she [my daughter] felt offended 
by others, so she began to close up.” The ability of children to understand what they hear 
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and be affected by what they hear can challenge their own sense of identity. Internal 
family conflicts can also arise when dealing with challenges their children encountered. 
 During my conversation with Enrick Behluli at the Regional Autism Center, he 
brought up the issue of family conflict and stated, “The general problem that we all have, 
one of the parents doesn’t agree that something is going wrong.” While this might be an 
issue when families initially receive a diagnosis, other families revealed that over time 
this sense of opposition diminishes. 
Albana, who is further along in the acceptance process than Enrick and his family, 
recognized, “There comes a moment where family understands the problem and they 
accept the problem and they help you. From the first moment you go outside the extended 
family environment, no one understands you. They will even insult you.” Within a 
community the individual interactions can differ depending on how well you know 
others.  
In a big city like Tirana with a population of over 1 million people and families 
who have come from all different parts of the country, it can be difficult to build a 
personal relationship with others. Esmiralda addressed this and shared, “In this 
neighborhood, people have come from the north, the south, the west. We don’t know 
each other. It would probably be different if we lived in the same city where we were 
born and grew up. People would understand you and help you. But here nobody knows 
you.” The resulting interactions can be difficult for a family already having a hard time 
accepting the fact that their child has special needs.  
I heard about this emotion when Eglantina Begolli shared her experience in the 
capital of Tirana and communicated, “The moment she yells or makes sounds, everyone 
82 
 
turns their head and looks. My husband feels like everyone is judging him and it’s tough 
for him.” Although there may be acceptance within the family that a child has a 
disability, the community response does not necessarily become easier to acknowledge.  
Themes identified within the theoretical context of narrative identity addressed 
how family traditions continue to influence individual caretaking roles in families and 
how individual experiences are reflected in interactions with others in the community. If 
we take a look at how these interactions are part of a continuum of life experiences, we 
can see how they might affect our response to everyday situations. 
Mimesis 
Through mimesis it is possible to develop an understanding of the symbols 
represented in our mediations of the temporal aspects of our lives; past, present, and 
future. Herda shares that the “mediating function allows the transformative power of 
retelling a story to be used to draw out meaning from a diversity of people, events, 
histories, and ideas of our futures and, further, from our work to draw out a new quality 
of time” (1999:78). I introduce in this section data drawn from the conversation texts 
regarding how my research participants developed the concept of disability, the spiritual 
journey they have taken or are taking in adjusting to their present circumstances, and the 
future they imagine for themselves and their child. 
Disability as an Abstract Concept 
In a statement shared earlier, Albana brought up an important concept, a lack of 
understanding. Reactions to her from both the family and the community were shaped by 
what people knew or did not know about disability issues. Many of the participants 
communicated that their understanding about disability occurred when they experienced 
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it directly with their own children or with students. This was true for Pranvera who 
discussed her past experiences with disability and said,  
In my family we didn’t have any relatives with disabilities. So we didn’t have any 
information about this. We were very educated but we didn’t have anything to do 
with these types of people. In both my and my husband’s family, we didn’t have 
any information about this or any other disability. Not only because we didn’t 
have relatives, but we were indifferent about information. 
 
Frequently, when participants were asked about what familiarity they had with disability, 
there would be references to relatives in their response.  
Silvana made this direct reference and shared, “I had no experience. We don’t 
have any relatives with these problems.” These associations between disability and 
experience within a family system were revealed from participants in both rural and 
urban areas of Albania. This is reflection of how knowledge is passed on within families 
from one generation to the next.  
Dalina further reinforced this frame of reference about disability and conveyed, “I 
didn’t have all of this information because it [disability] was something that didn’t affect 
me directly. So I wasn’t interested in this topic.” With these multiple references to family 
in my conversations, it appeared that prior understanding about disability with many of 
my research participants came from direct encounters rather than everyday interactions or 
discussions in the community. Additionally, what was recognized to be a disability was 
built around personal history. 
Recognition of disability was seen as both an abstract concept and a state of 
being. During my conversation with Dalina she seemed to become aware of how her own 
response to disability has changed. She acknowledged,  
It’s interesting. I never really saw them [people with disabilities], until I learned 
that [my child] has a disability. At this moment I opened my eyes and saw them 
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everywhere. I’m not sure if I saw them and they just passed me by, or if there 
really weren’t any people with disabilities around. I’m not sure. 
 
In this statement Dalina ties together past experience to her present sense of recognition 
to disability. 
While Dalina referred to what seems to be an almost transforming experience, 
Flora did remember seeing individuals with disabilities when she was growing up and 
stated, “In the village I grew up in, there were some people [with disabilities], but they 
could walk. They had some mental disabilities.” Here Flora appeared to be comparing her 
own daughter’s inability to walk with the disabilities she was familiar with. Interestingly 
she later went on to say, “I had never heard about it [disabilities]. I didn’t even know 
what it was. I only experienced it when my child developed this.” Although these quotes 
are seemingly at odds with each other, they represent a difference between recognizing 
disabilities visually and conceptually. Overall, the experiences shared by my research 
participants reflect an understanding of disability that is marked by uncertainty and lack 
of knowledge.  In the midst of these conversations, I learned about the journey that 
families took as they came to terms with their child’s disability. 
The Spiritual Journey 
 Response to disability within families came in different forms. Participants in the 
rural areas, Ismete Ajdinolli, Lefteri Elmasllari, Silvana Cake, Çeljeta Asanllari, were 
more focused on their own internal emotional distress resulting from knowledge of 
disability. In contrast, participants from Tirana, Albana Ismailaj, Enrick Behluli, Denada 
Capi, Pranvera Bega, and Dalina Shkoza, expressed the turmoil that occurred within the 
family system in learning to accept that a child in their family had disabilities.  
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Dalina shared her realization that she needed to be strong in order to better 
support her son. She referred to this in her statement, “At the beginning I was very upset. 
But then I realized I had to be strong and be strong for him. It was a brief moment to be 
upset because I had a lot to do…The first moments I spent very little time worrying. I felt 
that all my strength should be with [my child], not with worry.” Comparing this to her 
husband, Dalina continued, “I had to be strong because my husband was denying that 
something was wrong with [our son] and, when we found out, I had to be strong because 
he felt a little depressed. So someone had to be strong and it’s the mother that has to be.” 
Dalina’s statement revealed the differing responses that people have in coping with 
difficult situations.  
When asked about the support of family, Albana revealed, “Instead of having 
support I had additional stress because I had to tell them [family members] and make 
them believe that [my child] really was bad. The only thing that helped me a lot was that 
I believed and accepted that [my child] had autistic problems and he had to be taken care 
of.” Although Albana expressed a sense of acceptance toward the situation, other families 
described feelings of self-blame. 
In processing and witnessing the challenges faced by her daughter, Ismete 
continues to question whether she could have done things differently to prevent the 
progression of her daughter’s condition. She stated, “I grieve about the moment we 
scanned her and about the doctors not taking care of her.” Medical decisions were often 
guided by and relied upon the recommendations of doctors; however, it was difficult not 
to reflect on what could have been done differently. Ismete further revealed, “I still feel 
responsible myself for not taking care of her from the beginning.”  
86 
 
Lefteri also suffers from these feelings of self-blame. Remembering back to the 
time of her son’s accident over twenty years ago, she expressed, “If I were not working 
when he was a baby and I was home caring for him, he would not have fallen.” Despite 
the amount of time that has elapsed, Lefteri could not help but remember the 
circumstances of the incident. The internalized guilt she felt as a result of the experience 
did not change over time; however, the inner spiritual journey others took helped ease the 
pain and sense of loss they were feeling. 
Despite the numerous years of having religion banned during the communist era, 
many of my conversation participants made reference to religious beliefs as they 
discussed the challenges they have experienced in their lives. References to God were 
made by participants in both rural and urban areas of Albania. In Denada’s family, the 
reference to God was made when reflecting upon the initial shock of receiving a 
diagnosis and having to share it with the rest of the family. She stated, “My husband and 
his family, when I talked to them, it was very difficult, especially for my husband. They 
wouldn’t admit it. My family said ‘why would God do this to us, to you. You are a good 
person.’ It was about God and faith. They didn’t know what else to say.” Turning to faith 
seemed like a common path in search of answers and understanding.   
Remarkably, Silvana described how even her daughter, at such a young age, turns 
to faith as a source of comfort. She has heard her daughter saying, “Please God, just help 
me to walk.” In this statement, in addition to searching for solace, she conveyed personal 
hopes for how her future could be different. 
87 
 
Imagining a Different Reality 
During my conversations I sought to learn about what families wanted to see 
change and how they envisioned the future. When I inquired about this, it seemed that 
thinking toward the future was difficult, particularly for some families with young 
children or in rural regions of the country, such as Dalina Shkoza, Alma Pallati, Flora 
Hoxhallari, and Çeljeta, Asanllari. 
 Dalina, whose son is now 9 years old and initially worked hard in being able to 
identify her son’s disability, made this struggle clear. She shared, “I don’t like to imagine 
the future or dream about the future. I am content with what I have now, but I don’t waste 
time dreaming. It’s not my nature.” However, introducing this element to the 
conversation also seemed to give families the opportunity to express what they may have 
previously kept to themselves or had not allowed themselves to think about.  
Flora, from the rural village of Nizhavec, has a 15-year-old daughter who has 
never been to school. There are very few resources in her community and schools are not 
in close vicinity. She admitted, “I would like to take her [my child] to school, but for the 
moment I don’t see it as a possibility. Where and how?” It was the personal connection to 
the future, that is, their hopes for their children, which often surfaced.  
Similarly, Çeljeta, who is from the nearby village of Zagorcan, said, “First, I 
would like him to be able to walk, for me to be free to not have to hold him anymore.” 
The majority of these small villages consisted of dirt roads with no sidewalks or 
alternative accessibility options (i.e. ramps). The ability to walk under these conditions 
becomes a significant concern. For others, it was the lack of services or resources, both 
educational and medical, which were a priority for change. 
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Alma lives in Tirana where the possibility to access resources was more likely. 
However, at the time of our conversation, she had not received a clear answer regarding 
what could be causing her son’s developmental delays. She also continued to have 
questions about who to speak with and what her son’s educational options were. Her 
opinion was that “everything needs to change so there can be help for people like my son. 
I can’t speak for everyone else, but I feel very bad and I want everything to change.” 
Each time these general desires were discussed there seemed to be a tone of despair, 
frustration, and helplessness.  
Pranvera, who has been receiving therapeutic services for her daughter at the 
Regional Autism Center since 2010, wished that “all people understood that there are 
other people that are different and everyone needs each other. I wish the schools and 
families understood these problems, not just autism, but other difficulties as well.” 
Pranvera’s concerns were not about access to school or services for her daughter, but for 
greater understanding about disabilities in the community. Each of the hopes and desires 
expressed by my research participants came from their individual understanding of 
disability and how it affected their lives, making their experiences and stories unique. 
These families’ appeals can be explored through communicative action. 
Communicative Action 
Within Habermas’ (1984; 1987) theory of communicative action, it is understood 
that the use of language implies a rational desire to engage with others in a social context. 
In sharing their stories with me, my research participants brought their experiences to the 
forefront, opening a forum to discuss their desires for change. In this section I present 
data from my research participants on the need for self-advocacy in order to learn about 
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and respond to their child’s disability and what these participants found to be important 
for future action. 
Recognizing the Need for Self-Advocacy 
The process of recognition and diagnosis of disability in children, as shared by my 
research participants, can be difficult. The majority of the participants I spoke with, 
regardless of geographical region, expressed difficulty in finding professionals in Albania 
that have a sufficient understanding of disabilities to be able to identify and describe a 
diagnosis to families. Vjollca Danini described her experience through this process 
stating,  
Since she was 3 months old, we kept being told that they would figure it out and 
we continued to pay them. After getting a lot of money from us, they would tell us 
they didn’t know what to do with her, but would refer us to someone else. We 
would then go to that doctor, and the same story repeated itself. 
 
The lack of trust in professionals was clear when Vjollca asserted, “We have no hope 
from the doctors [in Albania], but we’ll see what the doctors in Greece tell us.”  
This experience seemed to resonate with some of my other participants, such as Dalina 
Shkoza, Silvana Cake, and Ismete Ajdinolli. 
Dalina communicated, “I spent a lot of time meeting with different doctors. But 
no one was able to tell me that this was a problem with autism.” For Dalina, this lack of 
information resulted in her turning to the Internet to find answers. This was how she 
learned about autism and linked this disorder with her son. She shared, “I discovered this 
on my own. I went on Internet Explorer, YouTube. I saw a documentary on autistic 
disorder and then I made a connection with my son and the situation with my son. I was 
quite sure that maybe my son was autistic.”  In fact, the lack of clear information from 
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professionals drove many families to seek their own answers or turn to medical 
professionals outside of Albania with the hopes of receiving proper guidance.  
Silvana and her family have been working hard to support their daughter and her 
medical needs. She continues to look for what options are available for them and hopes 
“to take her to Athens or somewhere abroad. I feel like we’ve tried all options here. 
We’ve gotten therapy here, but not much hope for more. I hope that if I go somewhere 
abroad I might be able to find some sort of medicine or therapy that could help her 
more.” These desires prompted further discussion with my research participants 
regarding professional qualifications. 
Ismete had a similar opinion and declared, “We don’t trust the doctors…My older 
son doesn’t believe that here in Albania his children can get real help from doctors, so 
when his children get sick, he takes them to Greece. He doesn’t believe in the health 
system here.” Ismete developed feelings of blame toward the medical professionals that 
were consulted when her daughter was younger. She believes these doctors worsened her 
daughter’s condition.  
Most of my research participants lamented the lack of trained professionals 
available and capable of treating disabilities. Eglantina discussed her interactions with her 
child’s therapist and said, “If I would ask the therapist what she did, she wouldn’t tell me 
and gave me no instruction what to do at home…The therapist, in my opinion, didn’t 
have a clue about autism.” So even when families took initiative to learn more, they 
found that either no one was willing or able to share appropriate information. 
Esmiralda, a kindergarten teacher in Tirana, discussed her views on community 
knowledge about autism in Albania. In her opinion, “Albania doesn’t have appropriate 
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information related to children with autism. There isn’t appropriate information about 
how to work with them, or what exactly autism is.” So even if a family received an 
accurate diagnosis, there appeared to be a lack of understanding of what the term meant 
in general and what it signified for them as a family.  
Within the school setting Pranvera found that, “the schools run by the state, they 
have no information. They have no idea how to help these children.” Despite this, most of 
my research participants in Tirana, such as the Behluli family, Albana Ismailaj, Eglantina 
Begolli, Dalina Shkoza, Denada Capi, and Pranvera Bega, have been able to receive 
some support in a school environment, while still recognizing the inclusion of their 
children in school as an exception, rather than the norm. Pranvera, whose daughter is 
receiving regular therapy at the Regional Autism Center, continued,  
The therapist here [at the center], once every two months, prepares a program for 
[my child] and the teacher applies the program in her group. But this is lucky. 
Last year, we had a very bad experience with the state kindergarten because the 
teacher didn’t care about her and wanted me to stay with her. But I was pregnant 
at the time with a boy, and I went everyday with my belly growing, and no one 
cared about her. This is the main problem for these children. 
 
The need for parents to be advocates for their children, by participating in programs and 
exploring intervention options, was present throughout my research conversations. 
Families who had access to technology were able to seek more information through the 
Internet. This resource was essential when doctors or other professionals were not able to 
provide the necessary information that would help support the care of their children. 
However, not everyone I spoke with had access to the Internet, creating an unequal path 
toward advocacy.  Acknowledging these concerns, families also had the opportunity to 
share ideas about how the situation could change. 
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Approaches Toward Taking Action 
Advocating for change requires knowledge of stipulations outlined within current 
laws and policies in Albania. Albana and Klodiana addressed issues related to how legal 
mandates are applied in organizations. Albana reported her understanding of these laws 
and explained, “There is a law here that children who have autism that can go to school, 
should go to state schools, government schools. That’s the law.” Despite knowing what 
her daughter’s rights are, the experience of children within the classroom varies. This 
issue was described in my conversation with Klodiana. 
Klodiana Behluli’s experience with the school system demonstrates the lack of 
follow through or commitment to children with disabilities in classrooms. She stated that,  
The government supports the interest of these children in kindergarten and 
schools. The teachers are then obligated to accept these children in their classes. 
But the way they behave depends on them. Even in private schools, there are 
some directors who, even with extra payments, don’t want to deal with this 
problem. 
 
At the same time, Klodiana continued, “This situation is different between one institution 
and another…There are some places where you can find some very generous teachers.” 
Being able to find schools with teachers that have the desire and dedication to work with 
children who have special needs can be a challenge.  
Albana, who has a son with autism and has struggled to find appropriate 
therapeutic services for him, brought up the issue of professional training. She expressed,  
There has to be investment in developing the qualifications of psychologists so 
that they can take care of children…there needs to be support and improved 
qualifications for people who work with these children [with disabilities]. 
Normally autistic children have other issues, maybe other mental diseases, but 
they can’t give the right diagnosis. 
 
These sentiments address issues related to both medical and educational organizations.  
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The Osmani sisters, Esmiralda and Kedi, shared stories of their experiences trying 
to learn alternative approaches they could use as teachers working with children who 
have autism. Esmiralda sought information from trained therapists, but felt, “They don’t 
give me any information because they think it’s their job, so they don’t want to share the 
information and help.” Due to these barriers she continued “I try to do everything by 
myself, through my experience, my mother’s experience, and whatever I can read about. I 
can read and find things on my own.” Both Esmiralda and Kedi have taken initiative 
toward learning about autism through Internet research based on their desire to know 
more and seek information wherever it may be. 
Dalina’s experience since becoming connected with the Regional Autism Center 
demonstrates that, over time, more information continues to be shared in Albania. She 
reported “Before the center opened I got everything from the Internet or books. When 
Landa began providing therapy I got all my information from her. Landa was like 
Wikipedia. I’m lucky to have her.” Nonetheless, there were other opportunities that 
occurred that opened the door for information sharing.  
From personal research and word of mouth, families have learned that the 
situation and experiences for children with special needs is different in other parts of the 
world. Knowledge related to autism is much more abundant in countries like the United 
States and Italy. Denada believes, “The reason for this is because, in America, autism has 
been known about for many years, but here there is a lack of awareness.” Research 
participants linked with the Regional Autism Center referred to April 2
nd
, World Autism 
Awareness Day, as a time when information about autism is being made public through 
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forms of media, such as television and radio. These families felt that this has helped 
improve the willingness for people to talk about autism.  
Denada, who receives services for her daughter at the Regional Autism Center, 
“purposely went on TV on April 2nd” by participating in a program put together by the 
organization, in order to be able to later share the program with her students, all between 
the ages of 6 and 10, and offer an opportunity to create a dialogue about these issues. She 
revealed, “When they saw me on TV, all the parents of my students, who had known me 
for about 5 years but never knew I had a daughter with autism, learned about it. I did this 
as a form of public awareness. Afterwards they were asking about it…So I am always 
trying to do my part in creating public awareness.” This data demonstrates that those who 
are affected by different disabilities within their own families often develop the desire to 
make disability issues more known to others.  
Prevalent throughout my conversations was the continued need to share 
information regarding disability issues in order to improve response and support within 
the community. The approach toward making disability a topic of conversation is being 
encouraged by local organizations like the Regional Autism Center. However, these 
efforts are in their infancy. The intention is that, over time, the willingness to 
communicate about these issues will become more widespread. 
Summary 
 By way of my conversations, I was able to collect a rich amount of data that 
touched upon different concerns, priorities, and understandings, which all brought to life 
the situation of disability in Albania. Some of the themes identified and described related 
to narrative identity. These themes gave me the opportunity to build an understanding of 
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traditions, relationships, and personal identities, which have influenced individual 
perspectives on disability. Interactions between community members were recognized to 
be influenced by past experiences or relationships and took part in developing individual 
identities. These experiences also played a role in how my conversation partners 
interpreted the response of the community to their children. 
 The themes that were uncovered through the theory of mimesis are organized by 
past, present, and future. Describing first how my research participants developed their 
understanding of disability over time reveals the effect of an absence of communication 
in establishing shared comprehension of a subject. Having a child with a disability was 
the moment a need for understanding developed and families then took or continued to 
take a spiritual journey in adjusting to their present circumstances. Then, the future they 
imagined for themselves and their child were discussed.  
In addressing the theory of communicative action, the data also revealed the need 
for self-advocacy and explored participant–identified issues where attempts for action 
based on mutual understanding can focus. Through this text communities can begin to 
develop a shared narrative, not only within families, but also together with neighbors and 
community leaders. In Chapter Six, I analyze the data and delve further into interpreting 
the text through the critical hermeneutic theories of narrative identity, mimesis, and 
communicative action.  
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CHAPTER SIX: DATA ANALYSIS 
Introduction 
 Chapter Six takes me into an analysis of the text I presented in Chapter Five. The 
text was interpreted through a critical hermeneutic lens. Each conversation I had told a 
story about individual understanding. From these experiences, I was able to reflect on the 
course families took in their understanding of and response to disability. Specifically, 
working with or having a child with disabling physical or mental health conditions, such 
as autism, cerebral palsy, traumatic brain injuries, or intellectual disabilities. Although 
these situations are difficult for most families or caregivers, living in an environment like 
Albania, where resources are few and far between, left people at a loss of where to go or 
what to do. These events were important and leave behind traces in the lives of each 
person who experience them. From each of the stories recounted by my research 
participants, I analyzed and interpreted the data. Below, I present themes based on my 
three research categories, narrative identity, mimesis, and communicative action. I begin 
with narrative identity. 
Narrative Identity 
The stories of my research participants, although unique to them, drew a picture 
of how interactions with family, friends, and communities develop increased 
understanding and expanded knowledge toward subjects that are not often discussed. 
These experiences have shaped their lives, while continuing to influence their responses 
to others. Specifically, I address how my research participants developed the concept of 
disability. At the same time, their relations with others are guided by the traditions and 
values that family and community have rooted in them. It is this influence that Ricoeur 
97 
 
refers to when he states, “To a large extent…the identity of a person or a community is 
made up of these identifications with values, norms, ideals, models, and heroes, in which 
the person or the community recognizes itself” (1992:121). These values and traditions 
were evident in many of the responses toward disability revealed by my research 
participants and how they, in turn, responded or interacted with others in their 
communities. These interactions were emphasized when there was a lack of 
understanding in the community to the behaviors exhibited by children with special 
needs. I begin this analysis by focusing on some of the family traditions that are the 
foundation of family life in Albania. 
Family Traditions Guide Family Roles 
 Traditions within a family context were identified through different aspects of 
family life. For example, the role of family members in the care of children is a 
responsibility where these traditions can be most prominently recognized. Ismete and 
Flora, both from the small village of Nizhavec, made reference to this sense of 
responsibility when asked about receiving support from sources and organizations outside 
the family. For them, it was important to demonstrate to the community that they could 
care for their children without having to seek help from others. In fact, Flora stated,  
We are afraid of other people talking about us. That we don’t take care of our 
daughter by ourselves and instead beg for things…My husband is afraid of the 
mentality of others. Since she has only been here for one or two years, he doesn’t 
want others to think he can’t take care of her. He has accepted her as his daughter 
and he wants to try hard to care for her and not give her to someone else to take 
care of. 
Ricoeur recognizes that, “…in many narratives the self seeks its identity on the scale of 
an entire life” (1992:115). The role of self within community can be highly influenced by 
the familial traditions that are passed on in narratives from generation to generation. For 
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Flora and her family, the desire to affirm their sense of self-identity was ingrained in 
them through their family values. 
Interestingly, this sense of responsibility to care for self and family without asking 
for help was not as apparent during my research conversations in the capital of Albania. 
In Tirana, the references to responsibility primarily referred to the caretaking roles 
recognized within the family. Outside support related to their child’s needs was not only 
accepted but also desired. Pranvera expressed this desire and shared her frustration that 
there were insufficient interactions between her daughter and people other than herself 
and her husband. She felt that having this additional support would provide her with 
some relief in her daily responsibilities and improve her ability to support her daughter’s 
needs. Ricoeur reminds us that,  
Being affected by a course of narrated events is the organizing principle 
governing an entire series of roles of sufferers, depending on whether the action 
exerts an influence or whether its effect is to make matters better or worse, to 
protect or to frustrate. [1992:145] 
 
In discussing her wish for additional support, Pranvera relayed a sense of personal 
suffering and hope that, in expressing the need for increasingly collaborative 
relationships, matters would improve through the actions of friends and family.  This 
shows that although traditions take part in developing community and shared meaning, 
they can also become limiting when there are unforeseen circumstances, such as learning 
that a child has a disability. The influence of tradition extends to gender roles within the 
family. 
My conversations revealed that in Albania the responsibility for childcare 
typically belongs to the mother. The different parental identities between mothers and 
fathers are reflected in the expectations placed on each of them; that is, in terms of what 
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traditional roles have been and how those roles are abided by in the home. It was difficult 
for families to challenge these expectations, yet my participants were able to express a 
desire for a dual caregiving role by each parent that could be accepted by family and 
community. Ricoeur posits that “the mediating function performed by the narrative 
identity of the character between the poles of sameness and selfhood is attested to 
primarily by the imaginative variations to which the narrative submits this identity” 
(1992:148). Mothers of children with special needs imagine a new narrative that reflects a 
change of their internalized traditional roles as caregiver, despite the resistance of family.  
The influence of the community is potentially very strong in the role we take 
within our social relationships, including relationships with friends and family. Ricoeur 
finds that “everyone recognizes me as a subject even before I have learned to make use of 
this capacity to designate myself” (Ricoeur 2005:253). In other words, an individual’s 
identity, characterized by their traditional role in Albania, is often guided more by the 
expectations that have been passed on to them from one generation to the next than by a 
self-determined designation of who they are or who they want to be.  At the same time, 
there are examples where these roles differ from the norm and do not appear to be as 
constricting.  
Dalina proudly shared that her husband has been very active in his parenting role. 
Although she recognized that Albanian husbands are not typically expected to be 
involved in the care of children, she also revealed, “My husband has been a very good 
caregiver, because ever since [my child] was a baby he changed his diaper, he fed him, 
even when he was a baby.” Ricoeur argues, “Learning to narrate oneself is also learning 
to narrate oneself in other ways” (2005:101). Dalina’s experience with her husband and 
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the new story he created showed that individual narratives can be driven by a person’s 
own sense of self, rather than guiding those stories solely in a way that upholds 
expectation and tradition. This is also represented in Dalina’s declaration, “I don’t care 
about the traditions; I care for the best for my child. This is my tradition.” Ricoeur shares, 
“it comes down to the reader of plots and narratives to undertake to refigure his or her 
own expectations as a function of the models of configuration offered by plots 
engendered by the imagination on the plane of fiction” (2005:100-101). The idea of 
maintaining tradition did not adequately represent who Dalina believed herself to be and, 
therefore, she shaped the plot within her own story. Relationships are also a part of social 
experiences, which guide our future understanding. 
Experiences Influence Relationships 
The reactions of others regarding those with disabilities can leave a lasting 
impression. A couple of my participants acknowledged how personal interactions with 
family and friends have affected their children’s self-identity. Both Silvana and Tatjana 
brought up the issue of how their children have been affected by their comments or 
conversations related to their disabilities. Ricoeur (2005) discusses the concept of 
recognition and how different characteristics are often value dependent based on what 
social groups accept as important, which, in turn, can be detrimental to groups that are in 
the minority. He shares,  
the harm in question affects the image that members of the affected groups form 
of themselves, an image that they perceive to be scornful, disdainful, even 
debasing. The seriousness of the lack of recognition of which members of these 
groups feel themselves to be the victims comes from the internalizing of this 
image in the form of self-depreciation. [Ricoeur 2005:213-214] 
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Daily life experiences and the interactions Silvana and Tatjana had with people in their 
social environments contributed to the shifting of their children’s identities based on the 
capacities others in their community recognized as valued. For these children and their 
families, a depreciating sense of being different developed as their seemingly undesirable 
characteristics became the focus of who they were. In the first moments of learning a 
child has a disability my participants remembered back about the differing responses 
from family. 
 For families who have children with disabilities, initial response of individual 
family members was not necessarily congruent. Individual understanding was based on 
prior experiences and the personal coping process. For instance, Pranvera acknowledged 
that, “at the beginning, the main difficulty was to understand and recognize that our child 
has a problem and to admit she has a problem.” Herda suggests, “To move beyond the 
safety of sameness requires the invocation of the narrative imagination – learning how to 
narrate oneself, and in so doing, learning how to narrate oneself in other ways” 
(2010:146). Having these experiences seems to have given the families who are affected 
by it a desire and determination to narrate a new story for themselves and their children. 
Dalina’s experience also showed a need for continued understanding within the 
family. She shared,  
I was the only one that did something for the situation because my parents-in-law, 
and my parents weren’t involved because they didn’t know what autism was. The 
moment I found out, I spoke with the specialist and he was able to suggest to me 
what to do. But in the family, this was a disagreement because they weren’t in 
agreement with what she was going to do with [my son]. 
The discord between Dalina and her family members came from a lack of understanding 
about what autism was, and a need to adjust meaning to what the diagnosis meant for 
their family in this situation. Ricoeur touches upon the difficulty in changing course 
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within a narrative stating, “To the loss of the identity of the character thus corresponds 
the loss of the configuration of the narrative and, in particular, a crisis of the closure of 
the narrative” (1992:149). Dalina’s case demonstrates a crisis within the configuration of 
her own family’s narrative, which needed to be reinterpreted based on her son’s diagnosis 
of autism. This required further understanding about Dalina’s son’s identity as a child 
with autism. Without this understanding, a true picture of her son’s narrative identity 
within the family cannot be developed.  
The characters in the stories told shape their identities and how individuals are 
represented within those stories (Ricoeur 1992). Dalina shared a firm belief that her 
responsibility to her son did not change based on his disability and, in fact, made her role 
as his mother much more critical. Ricoeur (1992:165-166) discusses a sense of 
“permanence in time” in terms of how our self-identity and character remain constant 
even when the story changes. The self-constancy of an individual is maintained because 
the individual is someone you can “count on.”  Despite family resistance, Dalina was 
determined to be a responsible mother whom her son can rely on to make decisions about 
his treatment with his welfare as a primary concern.    
Narrative identity uncovers how traditions and family values become integral 
parts of individual stories. Lives are shaped from one generation to the next by what is 
experienced in the home and the community. However, my conversations showed that 
traditions can be malleable if individuals are willing to challenge expectations. 
Additionally, my participants recognized the significant influence that interactions among 
family and community members can have on developing individual identities. Integral in 
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the stories of my participants are memories of the past, hopes for the future, and how 
these dimensions are used to determine how the story takes shape in the present.  
Mimesis 
Mimesis is brought to the text through a lens of contextual understanding. What 
we understand today is not an abstract concept, but an accumulation of the temporal 
stages in our lives from the past, the future, and eventually coming to play in the present. 
Kearney reminds us that, “Far from being a passive copy of reality, mimesis re-enacts the 
real world of action by magnifying its essential traits. It remakes the world, so to speak, 
in the light of its potential truths” (2002:131). The conversations I had with my research 
participants consisted of an emplotment of temporal experiences that shaped the stories of 
their lives. Each of the participants’ realities was brought forth through the influence of 
individual history and expectations for the future. I analyze this further by way of their 
understanding of disability, the journey they are taking in their current experiences, and 
their hopes for what a future reality may be. 
Disability as a Foreign Concept 
 My research participants revealed that there are topics that have often been kept 
silent, not to be talked about. Disability tends to be one of those topics. I learned this 
when participants shared their past experiences with me. Many divulged that their 
knowledge about disability did not develop until after having or working with a child 
who was affected by disabilities. Kearney finds that, “life is always on the way to 
narrative, but it does not arrive there until someone hears and tells this life as a story” 
(2002:133).  Lacking an awareness of what disability was meant that this story had not 
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yet been told. Without having a past to connect with their present, experiences dealing 
with disability in their lives became more challenging.  
It also became clear through my conversations that the avoidance of the topic of 
disability created a deficiency in the comprehension of the different terminology used to 
identify it. For most of my participants, the moment of diagnosis required attempts to 
reach an understanding of disability in order to absorb what it truly meant for them. 
Herda states, “…in understanding we do not take on someone else’s meaning system (a 
passive learner), but rather work through our own along with others (an interactive 
learner)” (1999:130). In this situation, my participants attempted to develop individual 
meaning based on what they have been told about their child’s disability by the 
diagnosing clinician, and refigure their vision of the future as a result. 
 Denada tried to understand the lack of knowledge through a historical lens. She 
shared,  
I think that despite the total isolation during communism, now I justify the lack of 
information to the economic issues. I think that economic difficulties affect other 
problems, including lack of public awareness of this issue. They [others in the 
community] behave in this way, because they are not affected by it.   
 
Ricoeur brings to light recognition of episodes in time when he describes,  
…to follow a story is not so much to enclose its surprises or discoveries within 
our recognition of the meaning attached to the story, as to apprehend the episodes 
which are themselves well known as leading to this end. A new quality of time 
emerges from this understanding. [1984:67] 
 
For Denada, it was the issue of economic hardship that she found to be an influencing 
factor in current conditions and responses toward disability. However, Denada also 
believes that, although some of Albania’s past episodes have affected community 
response, there was not just one event in the past that determined the future. Instead, 
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public awareness of issues, such as disability, can also be affected by personal 
experience. 
When Denada remembered back to her responses to disability prior to it having 
affected her life directly, she was reminded that disrespectful or offensive comments can 
come from a lack of awareness or understanding about disability. In this process, Denada 
came to a fusion of horizons as supported by Gadamer (1986). Gadamer (1986:269-270) 
describes the concept of a fusion of horizons as an expansion of what we understand 
based on where we are and what we have experienced. Denada’s past experience with 
disability allows her to better understand the response of others to her daughter because 
she recognized that they are not aware of what disability is. It is only through continued 
interactions with those individuals who are affected by disability that horizons begin to 
change and the lens from which they are viewed adjusts. 
Enrick also voiced his concern about community response toward disabilities, 
particularly how it was before the 1990’s. He expressed that “all the disabilities were 
categorized as your being either stupid or healthy. There were no differences, autism or 
disability. It’s just one thing.”  Herda believes, there is a new possibility for living out our 
lives and carrying out our policies when we critique our taken for granted world” 
(1999:79). Enrick believes that the interpretation local communities previously applied to 
the concept of disability should be critiqued. The lack of understanding of disability that 
my research participants describe comes from an absence of communication within 
families and communities. To critique this, as Enrick suggested, would expand 
knowledge about disabilities to others in the community. I continue by exploring the 
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individual journeys taken by my research participants and the spiritual dimension of life 
that often entered into consciousness as answers and solace were sought. 
Spirituality Through the Journey 
 The tumultuous journey that the families took when learning their child had 
special needs included both internal contemplation and external response. Aside from 
having to learn how to navigate and seek answers within a medical and educational 
context, families also had to address their internal emotions and reactions toward the 
unexpected circumstances. Lefteri remembers back to when her son received his 
traumatic brain injury and shares, “It was such a difficult time. Only God knows what my 
husband and I have experienced. Nobody else knows. Only we do.” Similarly, Denada 
revealed that she continues to suffer after receiving the autism diagnosis for her daughter. 
Ricoeur reminds us about the vulnerability that exists within our lives when he states, 
“what happens is always something other than what we expected. And the expectations 
themselves change in widely unforeseen ways” (2007:220). For Ricoeur, the future is not 
pre-determined, but more of an imagined configuration which guides the path taken in the 
present. At the same time, the journey to the future is not prescribed and will not always 
meet expectations. Through my participants’ journey there were road bumps, which 
required for them to bridge their past and what they had expected for their future, into 
their present realities. 
 While pain and suffering are a part of the grieving process, there eventually 
comes a point in time when strength is needed in order to move forward. Albana asserted, 
“we have to be very strong in order to start thinking about how to help our child. If you 
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can’t achieve that, and accept what your own child has, at that point, you have started a 
war that you may not be able to win.” Herda notes,  
Although judgments and choices are part of reflection on the pre-understood 
worlds we live in and are also a part of the mediation function, the world of ethics 
finds more immediate presence in our actions in the classroom, the boardroom, 
and the village – all of which draw us in or out of community. [1999:79] 
  
In gaining the strength to begin making choices and taking action for their children, many 
of my research participants were able to mediate their needs over time. This required a 
reevaluation of their past experiences that incorporated the new meaning about disability 
as it related to their children. In doing this, it gave them strength to acclimate to the new 
situation and take ethical action for their children based on their circumstances. However, 
where that strength comes from is often not well understood.  
Vjollca questions, “I don’t know if it’s God or my child, but even though your 
soul hurts, you are given strength.” Herda posits, “Humans have belief far more often 
than they have certitude. All the empirical verification gathered in whatever modality 
available will not form the basis for changing one’s life” (2010:136). The spirituality 
Vjollca referred to provided her with the strength to continue to seek answers and 
advocate for the needs of her daughter and family when the social systems were not 
prepared to offer this directly. Spirituality not certainty allowed many of the families I 
spoke with to question what they believed to be true and develop a new sense of their 
present reality. 
Faith and references to God were used by several of my conversation partners as a 
source for developing meaning after learning of their child’s disability. Denada used 
religious associations with her students when she attempted to teach them about the 
importance of understanding differences. She expressed, “I have a lot of faith in God, 
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even though we are mostly atheist as a nation. I always try to share appropriate subjects 
with my students when I can. I tell them that God is one, and he created all people, some 
with different abilities, but loves them all the same.” Kearney finds that, “what 
distinguishes human action from mere physical movement…is that it is always a dynamic 
synthesis of residual sedimentation and future-oriented goals. Every action is directed 
towards some result that informs and motivates the agent’s aim in acting” (2002:131). 
The actions taken by Denada in the present offered her students a chance to appreciate 
differences through a perspective they may not have otherwise recognized.  
Each of my research participants had unique journeys as they learned that their 
children had special needs. Often this journey involved grief as the initial expectations 
and dreams they originally had for their children were lost. Following this were times of 
action as they realized that they would be the ones advocating for their children and 
seeking answers. What followed was the attempt to look toward the future and what they 
could expect for the lives of their children. 
Imagining a Different Reality 
 Envisioning a new reality in a larger context was not always a simple endeavor. 
The parents I spoke with were more easily able to imagine a different future as it directly 
related to their own children. Eglantina broadly hopes for “more help and understanding 
because I am alone and I have no one to help me.” While Silvana hopes “for my daughter 
to be able to walk.” Herda speaks about imagination and finds, “When there are new 
things to talk about, and men and women dare to imagine, lives can change for the better” 
(2010:139). Through our conversations, my research participants allowed themselves to 
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express hopes and desires for a future refigured based on the past, which in turn guides 
them in developing new configurations of present actions and decisions. 
 Even when some families were able to describe their hopes for the future in more 
detail, there seemed to be a feeling that these hopes were unattainable. Herda shares, 
“although reflection is important, memory and the mediating structures of community 
and education in addition play a critical role in learning how to live in and shape a 
society” (1999:70). When history has failed to demonstrate that the life imagined is 
attainable, as many have experienced in Albania, this memory of the past made it difficult 
for families to have an optimistic view of how the future within their community will be 
shaped. Despite this, Eglantina shared, “Hope is the last thing that dies…I just hope to 
have schools that are for both normal kids and kids with special needs. To have a teacher 
to take care of them and teach them. Whatever they learn, they learn. We cannot change 
people, but I just want a school where my child can go.” In addition, Albana shared hopes 
regarding broader concerns expressing,  
What do I want to change? I want everything to change. I want doctors to change. 
When you go to them they are very indifferent and I want that to change. I want 
therapists to change. They don’t know what to do with a child with autism. They 
don’t have the right qualifications. I want families that have children with autism 
being helped economically, because their child needs therapy, needs to be fed, to 
go out, to play, and all these things rely on economic issues. 
Herda reminds us that, “Conversation about change…requires the ability to imagine a 
future in which our past grounds us and gives us perspective” (2010:138). After having 
experienced the struggles to find support and adequate services for their children, 
Eglantina and Albana were able to recognize and put into words what specific needs they 
felt were essential for their children’s future. 
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 As a teacher working with children with autism, Kedi has explored possibilities 
for change in the future and imagined,  
In the future, if there could be a great center, a clean space, for parents and 
children, with the involvement of physical therapists, psychologists, and the 
inclusion of other activities, like swimming, in order for every child who has a 
problem to be able to receive help. I don’t know how this would work, because 
not every child responds the same way, but with teamwork we can definitely have 
better results. I’ve been thinking about that and I really want to realize that dream, 
but the collaboration doesn’t always work out the way you want.  
Imagination, Ricoeur finds,  
is involved in the very process of motivation. It is imagination that provides the 
milieu, the luminous clearing, in which we can compare and evaluate motives as 
diverse as desires and ethical obligations, themselves as disparate as professional 
rules, social customs, or intensely personal values. [2007:177] 
 
Kedi, through the exploration of future possibilities, is able to clearly describe what her 
own personal contribution could be for a potential reality. This reality encompasses her 
beliefs and values and extends to what community expectations could be. 
Similarly, Esmiralda identified both personal and collective desires. She revealed 
an aspiration to be further informed and trained in professional practices related to 
disability issues in order to better serve the children she is working with. Like her sister 
Kedi, Esmiralda also imagined having the ability to influence communities in a wider 
context. In regard to expanding the resources within their kindergarten, Esmiralda 
expressed, “I think we should start with the neighborhood and move from one 
neighborhood to the next, then to the whole city of Tirana, and then to all of Albania. But 
we have no support.” Kearney finds that, “mimesis involves both a free-play of fiction 
and a responsibility to real life” (2002:132). By using imagination to shape a future both 
Kedi and Esmiralda create a new narrative that is comprised of ethical action for their 
community and country.  
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Imagining the future required my participants to evaluate their lives and the lives 
of their children in order to visualize an ideal reality. Not all of those I spoke with had 
allowed themselves to think toward the future in this way, making it difficult to verbalize 
their hopes and desires. Others, such as Kedi and Esmiralda, had spent time thinking 
about the future prior to our conversation and developed a clear vision of how their 
community and country could change. To make individual dreams a reality, hopes for the 
future need to be discussed with other community members in the form of 
communicative action. 
Communicative Action 
 Developing a community of action toward change requires the support of various 
members of a community (Herda 1999).  This allows social development to occur in a 
local context with priorities that reflect the individual needs and values of the community 
they affect. Habermas finds that, “The more clearly an action corresponds to the 
objectively purposive-rational course, the less we need additional psychological 
considerations to explain it” (1984:103). For communities to interpret their priorities 
within their own context, the objectives toward change need to be understood as rational 
to them. Habermas elaborates, “An action can be interpreted as more or less purposive-
rational if there are standards of judgment which both the agent and his interpreter 
equally accept as valid, that is, as standards of an objective or impartial appraisal” 
(1984:103). In using communication as the medium by which mutual understanding can 
develop into purposive-rational action, individual perspectives can be taken into a public 
forum. In the next section, I analyze the self-advocacy efforts of my research participants 
and what approaches they have identified that could support future change.   
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Recognizing the Need for Self-Advocacy 
One issue that came up often throughout my conversations was the lack of 
information available or offered to families when trying to identify the needs and 
diagnosis of their children. Lefteri described her experience stating, “I tried to do 
everything that was best for him. The doctor didn’t tell me anything; no advice, no 
information, nothing.” Similarly, when Tatjana reflected on her early experiences with 
her daughter she conveyed, “…everything I did, I did it through my own experience. I 
never received any training or advice.” Ricoeur reminds us that, “…understanding has 
nothing to do with an immediate grasping of a foreign psychic life or with an emotional 
identification with a mental intention. Understanding is entirely mediated by the whole of 
explanatory procedures that precede it and accompany it” (2007:167). In my participants’ 
experiences, the explanatory process was not inherent in communication about disability 
and medical conditions; instead, families developed this process within their attempts to 
develop a mutual understanding about disability based on newly received information 
from medical professionals.  
As my research participants reflected back on their personal experiences, the 
combined picture that their stories created describes a much larger problem that affects a 
wider population. Diminished trust and support from professionals left many of my 
participants at a loss of where to turn. Herda finds that, 
Consensual action based on participants who comprehend one another, share 
knowledge, trust one another, and share values is the action that could be the 
procedural, not specific, basis for developing and evaluating our policies our 
forms of education, or our communities. [1999:71] 
 
It is this sense of developing a shared meaning that could have improved the experience 
of the families I spoke with.  
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Families often had to explore other options in their search for a diagnosis or 
appropriate services for their children. For some, like Dalina and the Osmani sisters, 
Esmiralda and Kedi, it meant using the Internet as a resource. For others, like Vjollca and 
Denada, it meant finding international professionals practicing either abroad or locally, 
who would be able to give them more detailed information. Families with fewer 
resources (i.e. no Internet access or financial ability to pay for private evaluations), did 
not have the option or means to connect with these outside resources. In this situation, the 
ability for families to reach mutual understandings with the professionals in the field is 
compromised when the resources they have access to do not demonstrate equal 
opportunities to gain valuable information.  
In speaking with my research participants it was clear that, although everyone’s 
efforts toward self-advocacy differed, there was an understanding that information 
regarding disability in Albania needed to be sought and was not directly provided. This 
lack of communication with those who have specific knowledge about disability in the 
community culminates in the need to take action by developing mutual understanding 
through open discourse about the issue (Habermas 1984). 
Approaches Toward Taking Action 
In order for the articulated priorities and expectations of my research participants 
to take form for future action, it is necessary to communicate them to others. With regard 
to addressing issues of disability within communities in Albania, most of my participants 
highlighted the need for increased public awareness. Enrick acknowledged this 
expectation toward change when he emphasized,  
The first thing, most importantly, is the public awareness. It should be more 
sophisticated. After improving public awareness, the most important thing is to 
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establish a system for the education of these children after 6 years old. The system 
needs to support them to go to school, and a supportive teacher for them, because 
it is impossible to be in school when you don’t have the support. 
 
Ricoeur addresses the implications of this type of shared public discourse when he states, 
“What we understand first in a discourse is not another person but a project, that is, the 
outline of a new being-in-the-world” (2007:149). For Enrick, communication between 
community members about disability opens the door to new ways of being with these 
individuals in the education system. Ricoeur further adds that, “the discourse of action is 
itself a part of the situation of transaction that flows from one agent to another” 
(2007:150). Through public awareness campaigns, information regarding disability issues 
can propagate and will allow others the opportunity to speak about it more freely and 
collaboratively, opening the door to more informed and unified communities (Habermas 
1984). 
Albana described her concerns about the lack of information in the community in 
more detail. She found that, “Parents who have children without problems like this, they 
don’t understand the problem. It is very difficult. You have to make war alone, while 
holding the world in your other hand.” She further shared,  
Usually when a child is aggressive, people will go to the parents and claim that 
we don’t know how to educate him. In those moments, when you can’t help your 
child with those crises, you have to bear with people insulting you and telling you 
that you don’t know how to help him. Can you imagine how a mother feels in 
those moments? 
Herda addresses community learning processes when she describes that,  
Learning…entails entering into moral and political discourse with a historical 
understanding of the issues at hand; risking part of one’s tradition and current 
prejudices; and, at times, seeing the importance of community and social 
cohesiveness over specific desires of the individual. [1999:86] 
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The types of responses Albana conveyed above depict a need for learning to occur. 
Addressing the needs of families who have children with disabilities in Albania requires 
individuals to develop a broader understanding of this issue within a local context in 
order to build cohesive communities.  
Denada described an experience about being on the receiving end of unpleasant 
comments about her daughter, who exhibits behaviors related to and characteristic of her 
autism diagnosis. She shared, “I always try to behave in a quiet manner, with a smile on 
my face, so that others, when they see [my daughter’s] behavior, they feel sorry about 
their reaction so they become more sensitive to the situation.” When this occurred she 
also tried to explain to them the reasoning behind her daughter’s behaviors. For Gadamer 
(1986:270), understanding comes through a process of dialogue with others about an 
unknown or “alien” concept. When having a dialogue with others regarding an issue that 
may be unfamiliar, pre-understandings are challenged. In my conversation with Denada, 
she recognized that negative or demeaning responses to those with disabilities 
demonstrated a lack of dialogue with others about the topic. Her response to them was to 
offer this dialogue. Bringing these issues into a forum where dialogue can happen would 
allow the current situation to be appraised by all who are involved, even indirectly 
(Habermas 1984; 1987).  
Despite the difficulties that families have encountered in their interactions with 
the community and with professionals (e.g. teachers and doctors), their experiences have 
prompted some to take action by way of the communicative mediums. When Denada and 
other families took part in efforts by the Regional Autism Center on April 2
nd
 to share 
116 
 
information about autism with the community, they were advocating for change. 
Habermas encourages this type of communication and believes that,  
In communicative action participants are not primarily oriented to their own 
individual successes; they pursue their individual goals under the condition that 
they can harmonize their plans of action on the basis of common situation 
definitions. [1984:286] 
 
The public awareness campaigns that have begun in Albania not only help to define the 
situation of children with autism, but also disability issues as a whole. Those families not 
associated with the Regional Autism Center did not sound as optimistic about the 
possibility of changing current conditions to change. 
 Some of my research participants discussed concerns associated with social 
interactions when people do not know about disabilities, such as autism. Kedi was 
disturbed that, “there are other professionals, parents, children and community members 
that treat them like they aren’t human.”  Klodiana touches upon this concern with 
community response sharing, “the fact that people don’t know about autism makes me 
feel like I can’t be open with my friends.” Habermas discusses the need for 
communication in order to build shared meaning stating,  
By reaching an understanding about something in the objective world and 
adopting the same relation to the world, they enter into an interpersonal 
relationship. In this performative attitude toward one another, they shared 
communicative experiences with one another against the background of an 
intersubjectively shared – that is, sufficiently overlapping – lifeworld. [2008:40] 
 
The distinct social interactions Kedi and Klodiana referred to reflect a need for increased 
mutual understanding within their shared lifeworld. 
  This issue is of particular importance as it relates to educating children with 
special needs. My research participants described the situation within schools and the 
recognition that, in their experience, the school environment in Albania is not set up in a 
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way that makes learning accessible to children who have disabilities. Although families 
failed to see how their children could participate successfully in the current system, they 
were also ready to seize opportunities offered to them when they saw action toward 
change. Recognition of hope for something different is what Habermas refers to when he 
asserts, “Every step we take beyond the horizon of a given situation opens up access to a 
further complex of meaning, which, while it calls for explication, is already intuitively 
familiar” (1987:131). By opening themselves up to future possibilities, some of my 
research participants were able to draw from past experiences as a way to form 
understanding, not as a guide to determine future action.   
The information gathered between speakers and listeners can often be an 
important resource for families. For Çeljeta, word of mouth was an important component 
to her finding services for her son. She detailed, “My aunt referred me to the center here 
in Pogradec. She had heard about it from someone else, and she then told me. A doctor 
from Tushemisht referred me to the center in Tirana. Her nephew was going there and so 
they recommended it to us.” For Eglantina, rather than helping her identify local services, 
she learned about how treatment of autism is different in the United States and what was 
missing in her circumstances. Habermas describes the importance of communication 
since,  
We make use of language for communicative more than for purely cognitive 
purposes. Language is not the mirror of the world, but makes the world accessible 
to us. In so doing, it shapes our view of the world in a particular way. Something 
like a worldview is inscribed in language. [2008:16] 
 
Habermas’ (2008) concept of worldview refers to individual understanding based on 
what is thought to be true according to what is known, while still recognizing that 
everyone’s worldview is somewhat different depending on their environment and 
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experiences. Çeljeta and Eglantina developed an expanded worldview as they 
participated in communicative interactions as a way to extend their present horizon. This 
offers them the chance to share their newly developed understanding through continued 
discourse with others. Overall, my conversation partners conveyed recognition for the 
need to develop shared understanding in the community through public awareness 
campaigns and engaging others in continued discourse. 
Summary 
 In Chapter Six I analyzed the different themes presented in Chapter Five. 
Connecting the data to the research categories of narrative identity, mimesis, and 
communicative action, allowed the opportunity to reflect on how individual experiences 
influence and guide relationships and actions. Narrative identity themes addressed how 
family traditions guide family roles and how past experiences influence relationships. 
The life events shared by my research participants, produced varying responses within 
family and community. These responses were typically interpreted through a lens based 
on traditions and family values. Depending on the nature of circumstances and the ability 
to move from a role of sufferer to one of actor, many families found a way to cope 
according to newly developed understandings.  
Further analysis drew from the framework of mimesis. The themes reflected a 
lack of understanding about what disability is, how spirituality can play a role in personal 
journeys through the process of understanding, and imagination as a way to describe 
future possibilities. Within each of my conversations with participants there included a 
sense of past, present, and future. Traces of the temporal aspect of their lives were 
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revealed in their understanding and interpretation of what having a child with disabilities 
meant to them.  
In order for me to reach a deeper understanding of my participants and their 
communities, my research took me down the path of communicative action. I analyzed 
communicative action through the themes identified in the data related to a need for self-
advocacy efforts and how communities can approach taking action to influence change. 
Individual experiences within communities do not stand alone. Social interactions and 
interpersonal relationships create a need to develop mutual understanding with others. 
Habermas says,  
the participants in argumentation who persist in trying to reach understanding 
remain, on the one hand, bound into a shared practice; on the other hand, they 
must adopt a justified stand on the thematized validity claims, that is, they must 
be led by the gentle force of reasons to their own autonomous judgment. 
[2008:75] 
 
From this we begin to understand that the sharing of narratives does more than reveal an 
individual viewpoint, but it also allows others to contemplate and develop their own 
meaning within a shared context. In Chapter Seven I summarize the research and discuss 
my findings and implications. Additionally, I identify some opportunities for future 
research.  
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CHAPTER SEVEN: RESEARCH FINDINGS AND RECOMMENDATIONS 
Introduction 
 The purpose of my study was to explore how family and community perspectives 
on disability influence the treatment and care of children with special needs in Albania. I 
collected my data through conversations with research participants, presenting them the 
opportunity to share their personal stories and insight about disability issues within the 
country. In this chapter, I summarize my research, describe the findings and implications 
that the data revealed, propose actions, and offer suggestions for future research.  To 
conclude, I provide a personal reflection of my overall research experience and the use of 
critical hermeneutics as a research base. I begin with a summary of the research. 
Summary of the Research 
This study focused on understanding current disability issues in Albania as a way 
to bring voice to families and community members. Albania has experienced a 
tumultuous political history, most recently transitioning from a communist controlled 
government to a capitalist system. With the end of the communist regime, Albania 
suffered an economic collapse, which affected multiple aspects of daily life. 
Development efforts in the country continue to address numerous concerns in economic, 
educational, and social systems. Some of these concerns include: Albania still remains 
one of the poorest countries in Europe; educational institutions are not equipped to teach 
the diverse needs of children such as those with disabilities; and the existence of social 
issues related to gender disparities despite family bonds and social structure being highly 
valued.  
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The review of literature provided an anthropological view of how Albanian 
communities have evolved. The work of Durham (1910; 1923; 1987) was particularly 
significant. Her writings document the cultural traditions and social organization of 
Albanian tribal systems, traces of which can still be found today. Family roles continue to 
be defined in the present as they were in the past. Albanian traditions, particularly those 
related to family, are symbolic of their culture and influence their communities. Geertz 
(1973) discussed the importance of symbolism and public meaning as a way through 
which experiences are interpreted. While Turner’s (1969) work provided more insight on 
the process of transition Albania has been experiencing and the state of liminality, the 
neither here nor there, when individuals or communities are undergoing change. Each of 
these described themes plays a role in how Albania will move forward and develop as 
they continue to adapt to the endless waves of change affecting their country. 
Cultural understanding was essential in the process of interpreting text brought 
forth through the conversations with my research participants. Their personal experiences 
regarding issues of disability were reflective of the family traditions and values that have 
been passed down through the generations. By transcribing the narratives into a text that 
could be analyzed the voice of my research participants became part of my research. 
With this in mind, I moved forward with my research process. 
The framework used for this research was based in critical hermeneutic theory 
(Herda 1999). My research participants were parents and teachers of children with special 
needs living in both urban and rural areas of Albania. I gathered my data by way of 
research conversations, in which narratives became a medium for individuals to reflect on 
their lives, traditions, values, and hopes for the future. The conversations were 
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transcribed and analyzed in light of my research categories, narrative identity (Ricoeur 
1992), mimesis (Ricoeur 1984), and communicative action (Habermas 1984; 1987). 
 The use of critical hermeneutic theory as a research foundation provided the 
distance to interpret the conversation texts in depth and to develop a new understanding 
of community experience. As stated previously, Ricoeur tells us that, “in many narratives 
the self seeks its identity on the scale of an entire life” (1992:115). He elaborates stating 
that, “between the brief actions…and the connectedness of life…we find staggered 
degrees of complexity which carry the theory of action to the level required by narrative 
theory” (1992:115). The individual experiences of my conversation partners were 
uniquely complex. However, combined, these experiences opened the door to an 
expanded understanding of the larger interconnectedness of community experience. In 
analyzing narrative text we open ourselves up to these different ways of thinking. 
 The meaning of text is brought forth through individual interpretation. Through 
the process of social research and analysis, individual meaning has a greater opportunity 
to surface and be shared with others. Herda describes, 
Through in-depth analysis, a social researcher can uncover significant meanings 
behind the metaphors, symbols, and codes and make these underlying meanings 
more obvious for conscious consideration. In doing this, the researcher 
participates in a social process, because the revelation of meanings does not occur 
as a result of abstract reasoning or formulations. [1999:31] 
 
Meaning in this research was influenced by Albania’s rich history, which encompasses its 
culture and traditions, as well as the historical framework of political strife that defined 
much of its past. The individuals I spoke with began to bring this history to life through 
their stories. This allowed us to learn more about the specific experiences of families who 
have children with special needs and how their perspectives on disability have been 
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shaped. In continuation, I explore specific findings that come from the data collected in 
this study. 
Findings and Implications 
 In analyzing the data, themes began to emerge among the different narratives. 
These themes were viewed in relation to the critical hermeneutic categories of narrative 
identity, mimesis, and communicative action. In doing so, I identified three findings: (1) 
Interpersonal Relationships and Changes in Social Response; (2) Disability in the 
Shadows; (3) Public Awareness Campaigns Can Increase Understanding. I summarize 
each of these findings below, discuss implications and proposed actions. 
Finding One: Interpersonal Relationships and Changes in Social Response 
 As much as traditions and family values can define a culture, these characteristics 
evolve when we take in new experiences, which affect who we are and become part of 
our identity. The individuals I spoke with who have been affected by disability have each 
internalized a part of their experience in some way. This has opened the door for them to 
question the relationships they have and critique current cultural practices. In particular, 
their exposure to negative responses from family members or the community often 
developed a desire in my participants to change these responses and relationships. Beliefs 
and traditions, which had once been a recognizable and natural part of their lives, were 
challenged. One of the traditions questioned was the role of the mother as the sole 
caregiver for children. 
Many of the mothers I spoke with mentioned the difficulty of being responsible 
for the multiple health and treatment needs of their children and the expectations placed 
on them as primary caregivers. Although they acknowledged that their husbands were 
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providing the financial support their family needed, the mothers expressed a desire for the 
increased involvement of husbands, as well as other family members, in caretaking 
responsibilities. This was particularly important because of the lack of available 
community support. The following implications and proposed actions are based on this 
finding. 
Implication 
Personal values change and become a part of individual identity. Through 
interactions with others, these values are shared, and an idea or a mindset change can 
potentially occur. When individuals share their narratives there is an opportunity for 
deeper understanding of self to take place and, as a result, personal identities evolve. 
Shifts in family structure and the value placed on traditional family roles can be difficult 
adjustments to make. However, the lack of support in the community makes collaboration 
and assistance within the family particularly important. Families need to come together to 
assist in the caretaking responsibilities and learn about the unique needs of their children. 
Proposed Actions 
Although services are still lacking in the country, the services that are available 
need to be communicated by therapists or teachers to all family members. This would 
allow for an increased understanding about the specific benefits of learning new ways to 
interact with their children based on their needs as it relates to their individual identities. 
The hope is that all family members and those in the child’s social environment will be 
active participants in the lives of children. One proposed action is for all family members 
to participate in discovering how their children learn differently. In response, they could 
identify ways to incorporate these new learning styles in family and community routines. 
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This would reduce the need to focus on the disability and, instead, recognize each family 
member’s unique ways of being. Also important is bringing the concept of disability out 
of the shadows and into a place where people feel able to participate in open discussions 
about the topic. 
Finding Two: Disability in the Shadows 
My conversations revealed that, historically, disability has not been a topic 
discussed between family members or the community. Most of my research participants 
felt that this was primarily due to the fact that disability had not been something that 
affected them directly. Interestingly, disability comes in many forms (Best et al. 2005). 
This could include an elderly relative losing their eyesight, a young child breaking bones 
after a childhood accident, or a student having difficulty learning how to read (Best et al. 
2005).  
Disability as a feature is often not something that can easily be hidden; however, 
it appears as though disability as a concept is not well understood in Albania. Some of 
my research participants shared a broad understanding of disability as someone being 
“stupid.” This understanding ties disability to mental capacity when, in fact, disability has 
more varied characteristics that make it difficult to define (Best et al. 2005). The 
ambiguity of the term disability in Albania, along with difficulty identifying and 
diagnosing individuals with special needs, has made the development of social and 
educational systems to address the needs of this population difficult (Ekonomi 2002; 
Koka et al. 2005)  
Sometimes the presence of disability is not obvious. For instance, children with 
autism do not have visible characteristics that are easy to identify. This can be tied to the 
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incidents of misunderstanding and judgment my participants described when their 
children acted out in public. Others in their same community might blame the behaviors 
on parenting and respond negatively toward them, using verbal commentary or critical 
looks. Underlying these issues is the lack of information available in Albania that might 
clarify some misunderstood aspects of disability.  An implication of an absence of in-
depth understanding of disability follows. 
Implication 
The way communities evolve relies on the interactions we have with others 
(Gadamer 1986). These interactions become part of our history and offer context to our 
environments by bringing meaning to the social and cultural aspects of daily life because 
we learn about possible differences between ourselves and others. Without a clear 
understanding of what disability is, it can be difficult for families and communities to 
imagine or plan for the future because a true comprehension of the complexity of the 
issue has not been developed.  Although the initial introduction of disability into families 
and communities is a difficult one, my research conversations revealed that these 
experiences have already opened the door to future discussion and learning opportunities 
that I believe can influence the direction of educational policy. Since disability has not 
been a topic discussed in the past, there is a need to start speaking about it in the present 
in order to meet the needs of children with disabilities in the future. 
Proposed Actions 
 The need to take action through continued conversations should not only be the 
responsibility of these affected families; it is important for others to be accountable as 
well. Family members, teachers, therapists, community members and public figures (e.g. 
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politicians) could all play a role in developing a more positive view of disability by 
engaging in discourse and, as a result, bringing disability into the narratives of future 
generations. I propose three potential actions: (1) having individual conversations about 
disability in familiar social situations (e.g. cafés or outings with friends), (2) 
incorporating professional development training into existing schools working with 
children to further inform current teachers about things they can do to support children 
with disabilities in their classrooms, and (3) putting together community events that focus 
on inclusion and offer activities that allow individuals of differing abilities to participate. 
In addition to adding to a community’s foundational knowledge about disability, the 
current needs of children and families must be met. The data in my research provides an 
opportunity for further dialogue to take place and potentially open the door for others in 
Albania to share their own narratives. The hope is to strengthen motivations for future 
action related to disability issues.  
Finding Three: Public Awareness Campaigns can Increase Understanding 
Despite the legal regulations that attempt to address the inclusion of children in 
public education, most children with disabilities do not receive appropriate education or 
educational support in the school setting (ADRF 2002; 2006). This corresponds to what 
was shared by the families I spoke with for this study. In fact, many children with 
disabilities, particularly those living in more rural areas of Albania, do not attend school 
at all. Educational exclusion is a significant issue that requires public attention in order to 
be addressed. This can be done through public awareness campaigns. 
Public awareness campaigns have already begun and are a way to expose the 
issue of disability to a wider audience. My research participants shared that efforts toward 
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public awareness have surfaced in the form of documentaries or news reports on local 
television, as well as news articles. These mediums of exposure bring the topic of 
disability to communities and allow discourse to take place. Through these campaigns 
mutual understandings about the needs of the disability community can develop. 
Implication 
As a first step toward distributing information to communities, these efforts imply 
recognition that spreading awareness is important in bringing about change to the 
treatment of individuals with disabilities in Albania. Additionally, sharing information 
offers the opportunity for the strengths of the child to be acknowledged rather than 
maintaining the focus on the challenges or what are believed to be deficits in their 
abilities. Despite the struggles these children may have, their value within the community 
is based on others recognizing both their strengths and potential to become integral 
participants in their communities. Providing opportunities for discourse to take place 
would allow interpersonal relationships to develop. This would then offer the potential 
for interactions with others in the community to become more supportive of individual 
needs. When challenges are recognized, a sense of empathy with the experiences of 
others can be further cultivated. 
Proposed Action  
Taking the momentum that public awareness campaigns have initiated, it is 
crucial that these efforts occur more frequently. To expand on these attempts I propose 
organizing meetings open to all within the community. These meetings could provide a 
forum for further communication between community members to share details about 
different disabilities and what steps to take if there are concerns about a child’s 
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development. In this way, communities can be better informed, thus increasing the 
potential for improved community response, and offering opportunities for change in the 
areas of education and access for families and children with disabilities. These forums 
could be organized by local NGO’s through their work as they address the needs of 
children with disabilities in Albania. Additionally, having others share their stories within 
these environments would help bring a face to disabilities. This would support the 
building of connections with different groups of people in communities dealing with 
challenges that come with having a disability in Albania. Looking toward the future, 
there are opportunities for additional research. 
Suggestions for Future Research 
 The use of critical hermeneutic theory to explore individual perspectives on 
disability within this study allows us to begin to reflect on the possibility of future 
research using a similar protocol. The benefit of critical hermeneutic analysis is that we 
begin to look at interconnected aspects of communities that influence shared relationships 
and interactions. With this in mind, I suggest the following areas for future avenues of 
inquiry: (1) opportunities for improved professional qualifications, (2) examination of 
internal roadblocks that are preventing some from imagining future change, (3) seeking 
to understand what resources are available throughout Albania for children with 
disabilities and how they are being accessed, and (4) an exploration of the use and/or 
familiarity with differentiated instruction to support children with special needs in 
accessing curriculum.  
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Professional Qualifications 
The current study brought up issues of adequate qualifications for professionals in 
diagnosing and treating children with special needs. It is also important to understand 
directly from professionals what their experiences have been and the approaches they 
have taken when working with these children and their families. Learning about the 
curriculum and resources available to them, as professionals, would be an additional 
piece to understanding the approaches they take in these circumstances. In working with 
children and families in any service profession, it can be said that there is an underlying 
assumption of an aim toward being there to help support and heal others. Learning about 
the process professionals in Albania take on their career journey could bring insight into 
how they view themselves in relation to others and the cultural and social influences that 
guide them. 
What was the purpose for these professionals to take the career path they did? 
When beginning their career, how prepared did they feel in being able to identify and 
treat children with different disabilities? What resources do they have available to them 
that would help them improve their skills or further specialize in working with these 
children, if desired? Developing a detailed understanding of the professional’s 
perspective would be an important aspect to explore in order to continue to build shared 
meaning and partnerships between families and professionals. It could also play a role in 
being able to create a sense of possibility for changes in the future. 
Imagination: Recognizing the Possibilities 
 Many families in Albania appear to live their lives in the present without daring to 
imagine how the future could be different. In order for communities to continue to 
131 
 
evolve, there needs to be faith that improvement and change is possible. Without this, a 
sense of initiative and desire for action may be difficult to achieve. What are the best 
ways to encourage individuals and communities to begin to imagine the many 
possibilities the future holds for them? Bringing this sense of imagination to life might 
create an understanding that hopes and dreams do not have to remain elusive, but are a 
way of guiding our actions to make those dreams a reality. In looking toward the future 
for issues related to disability and the availability of resources, it is important to have a 
good understanding of how the situation looks in the present. 
Organizing Community Resources 
Community resources in Albania are scarce; however, they are available and there 
have been efforts by different organizations to provide more of them throughout the 
country.  The difficulty often lies in being able to find and make use of these services. 
The data I collected revealed that many of the existing resources are in Tirana. This 
makes it difficult for families in the smaller towns and villages to reach them. For this 
reason, many NGOs have focused on offering and providing services where access has 
been lacking (Koka et al. 2005).  
My participants revealed that word-of-mouth has been a crucial way to identify 
service availability. Developing networks of individuals who are able to communicate 
with each other about shared community resources is important. It would also be 
beneficial for further research to explore which services are offered throughout the 
country and who is accessing them. This research could utilize the medium of 
storytelling, shared by those who have been able to take advantage of the available 
services. Why are some families able to make use of them while others are not? Which 
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services are most meaningful? Studying current understandings about the value of 
community services will provide insight on where the focus should be for future 
development activities.  
Each of the above suggestions was an avenue of inquiry that grew from what I 
learned through the research process. Just as Gadamer (1986) relates in his concept of a 
fusion of horizons, the experiences and interactions during my research trip brought with 
them a new and expanded understanding of a culture and way of life different than the 
one I was familiar with. I explore this further in the personal reflection that follows. 
Personal Reflection 
 My journey through this research process has been inspiring and has filled me 
with a great sense of gratitude. From the moment I decided to focus my research in 
Albania and explore the people and the culture I was blessed with the welcoming 
personality of all those I encountered. The word hospitality was exemplified by my 
personal contacts, who welcomed me into their homes, as well as the Albanian Children’s 
Foundation, the organization I had been connected with before my visit. The trek to 
Albania, however, left something to be desired.  
Due to a delayed flight from New York to Istanbul, the second leg of my trip, I 
missed my final flight from Istanbul to Tirana. My research conversations at the Albanian 
Children’s Foundation were already scheduled and were to begin the day after my arrival. 
Unfortunately, delayed flights led to a domino effect that altered my initial plans. Despite 
this, I reached Albania with sufficient time to participate in my first conversations. 
Almost immediately, I focused my attention on where I was and what my surroundings 
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and initial exchanges with others would reveal to me about the country. This prepared me 
for interacting with my research participants. 
My hosts were patiently waiting for me outside of the gate. We had met before, 
but it became clear that I would have difficulty communicating with them as soon as our 
interaction began. I quickly realized that my knowledge of the English language was not 
going to get me very far in Albania. Other than Albanian, many Albanians speak Italian, 
but English is more uncommon. I began to fumble with the few Albanian words and 
phrases I studied in preparation for the trip. I also attempted to use some Spanish hoping 
the similarities between Italian and Spanish might help. Nonverbal gestures were also 
critical. These were the communication techniques I utilized for the remainder of my 
visit. 
I found Albania to be an incredibly beautiful and somewhat untouched country, 
particularly once I began to travel outside of Tirana, the country’s capital. While the 
capital is a busy and overpopulated city, much of the rest of the country is a picture of 
incredibly green hills and open space. Although beautiful, this comparison was telling of 
the journey required for the families I spoke with who lived in smaller towns or villages 
and needed services only available in Tirana. Traveling through the country provided me 
with additional context, useful for my research, about both urban and rural living. 
The first four days of my trip felt like a whirlwind of activity as the data 
collection process began. I had not expected my personal contacts to have worked hard 
before my arrival to help me identify, invite, and schedule individuals who would be 
willing to participate and share their stories with me. They transported me from one 
location to another and had interpreters ready wherever we went. I initially had some 
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reservations about how much of their story people would be willing to share with me. I 
felt that the topic might have been too personal to share with a stranger. I quickly learned 
that this was not the case. From most of my research participants, I felt a great sense of 
appreciation for my interest in their experiences. Also, having local connections might 
have offered some sense of reassurance for participants to open up because a trusted 
person in the community was there to vouch for the work I was doing. 
Reflecting on the conversations themselves, I found that the interpretation aspect 
made it difficult to keep a smooth and natural conversation going. Critical hermeneutics 
emphasizes the value in developing meaning through language interchange (Herda 1999). 
However, it is not solely the words themselves that have meaning. Words and phrases can 
carry a lot of underlying meaning as well, which may not always come through within a 
translation. Despite this, I was able to feel the emotion and passion that emanated from 
the speakers about the stories and perspectives they revealed. These feelings and the 
stories that triggered them easily spread to all in the room who were listening. 
This research has allowed me to more deeply understand the everyday 
experiences of families in Albania who have children with disabilities. Prior to this, my 
understanding was more abstract; therefore, my imagination created a possible story of 
the conditions I might find for individuals with disabilities in the country. As Kearney 
shares, “Imagination releases things from their contingent status as facts and grants them 
an ideal status as possibilities, possibilities of which each fact is but a single instance” 
(1998:20). Bringing imagined possibilities from their place in the abstract and into 
present reality is best done while immersed within its context and with those that are 
typically part of the experiences. This journey allowed me to reach a fusion of horizons 
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(Gadamer 1986) as I challenged my preunderstandings in order to grasp new meaning 
through exposure to additional insights and experiences. 
Conclusion 
 This study presented individual perspectives that revealed the state of affairs for 
families who have children with disabilities in Albania. Hearing individual stories 
brought to life a broader understanding of community experience and identified some of 
the frustration and desperation of families who have children with special needs. With 
this awareness, Albanians can begin to come together in discourse in order to move 
forward in their path toward change. Habermas reinforces the importance of this process 
sharing,  
The actions of the agents involved are coordinated not through egocentric 
calculations of success but through acts of reaching understanding. In 
communicative action participants are not primarily oriented to their own 
successes; they pursue their individual goals under the condition that they 
can harmonize their plans of action on the basis of common situation definitions. 
[1984:286] 
 
As long as we live in community with others, dialogue is important in maintaining and 
developing mutual understanding. The hope is that the values and needs of all community 
members are recognized, and the future we imagine is one of respect and harmony.  
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Cc: herdatemp@yahoo.com  
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Dear Lucia Murillo: 
 
The Institutional Review Board for the Protection of Human Subjects (IRBPHS) at the 
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review based on the following conditions: 
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the human subjects' responses outside the research could reasonably place the subjects at 
risk of criminal or civil liability or be damaging to the subjects' financial standing, 
employability, or reputation. 
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On behalf of the IRBPHS committee, I wish you much success in your research. 
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Terence Patterson, EdD, ABPP 
Chair, Institutional Review Board for the Protection of Human Subjects 
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Appendix B: Letter of Invitation and Research Questions 
 
Date: 
 
Participant’s Name 
Participant’s Address 
 
Dear (Name of Participant), 
 
I am a doctoral student in the Organization and Leadership program at the University of 
San Francisco and am currently conducting my dissertation research on how family and 
community perspectives on disability influence the treatment and care of children with 
disabilities in Albania. 
 
My research is grounded in interpretive theory and has a participatory orientation. In 
place of formal interviews or surveys, I engage community members in conversations 
using guiding questions directed toward their experiences with disability. Upon your 
approval, the conversations are audio and/or video recorded and then transcribed. You 
may request the recording device be turned off at any time during the conversation. I will 
send you a copy of the transcript for your review. At that time, you may add, delete or 
change any of the transcribed text. Upon receipt of your approval, I will analyze the data. 
Please note that participation in this research, including all data collected, the names of 
individuals, and any affiliations is not confidential. 
 
I would like to understand how communities work together to support children and 
families who are challenged in different ways. Some of the concepts related to this study 
are the idea of identity and its relation to how disabilities are viewed, the influence of 
traditions and future expectations in how individuals and communities respond to 
disability, and action through community engagement. To give you a sense of the 
research conversation, here are a few questions that may be used to guide our discussion. 
 
1. How do values and traditions influence your thoughts and perspective of 
disability? Why or why not? 
2. How do you see your child’s and/or family’s role in the community? 
3. What has your experience been with the community with disabilities and service 
providing organizations? 
4. If you could imagine a different environment or reality for families and children 
with disabilities in Albania what would it look like? 
5. How can the traditions of the past contribute to the changes that are currently 
taking place in the educational system? 
6. How would you describe to others the current efforts of community and 
educational inclusion of individuals with disabilities? 
7. If offered the opportunity to share your views on this issue, what would you like 
to address? 
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In my professional role as an education specialist with an emphasis in early childhood 
special education, I have developed an interest in the understanding of disability in 
different parts of the world, particularly in Albania.  If you are willing to contribute to 
this research, or have questions about this study, please feel free to contact me. I can be 
reached at lucia.murillo@sbcglobal.net or by telephone at (415) 999-0729. 
 
Thank you for considering this request. 
 
Sincerely, 
 
Lucia Murillo 
Research Doctoral Student 
University of San Francisco 
School of Education 
Organization and Leadership Program 
lucia.murillo@sbcglobal.net 
(415) 999-0729 
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Appendix C: Letra e Ftesën dhe Pyetje Kërkimit 
I/E Dashur Zotëri/Zonje, 
 
Unë jam një studente e doktoraturës në Organizatën dhe  Lidershipit të programit në 
University of San Francisco dhe jam duke bërë hulumtimet e mia mbi tezë si familja dhe 
komunitetit ndikon ne trajtimin dhe perspektivat mbi  ndikimin   dhe kujdesin e fëmijëve 
me nevoja të veçanta në Shqipëri. 
 
Hulumtimi im është bazuar në teorinë interpretues dhe ka një orientim pjesëmarrës. Në 
vend të intervistave formale apo anketime, unë do angazhoj anëtarët e komunitetit në 
biseda duke përdorur pyetjedhe udhëzime  drejt përvojave të tyre me persona me aftësi të 
kufizuara. Pas miratimit tuaj, bisedat janë të audio dhe / ose video të regjistruara dhe 
pastaj jane hethur ne tekst  e shkruar. Ju mund të kërkoni që pajisja regjistrimi të fiket në 
çdo kohë gjatë bisedës. Unë do të ju dërgoj një kopje të bisedës për shqyrtim tuaj. Në atë 
kohë, ju mund të shtoni, fshini ose ndryshoni ndonjë e tekst te kopja. Pas marrjes së 
miratimin tuaj, unë do të analizojë të dhënat. Ju lutem vini re se pjesëmarrja në këtë 
hulumtim, duke përfshirë të gjitha të dhënat e mbledhura, emrat e individëve, dhe çdo 
përkatësitë nuk është sekret. Para se të merrëni pjesë në hulumtim ju do të kërkohet të 
nënshkruani një formular miratimi. 
 
Unë do të doja të kuptoja se si komunitetet punojnë së bashku për të mbështetur fëmijët 
dhe familjet që janë sfiduar në mënyra të ndryshme. Disa prej koncepteve që lidhen me 
këtë studim janë ideja e identitetit dhe lidhja e saj me personave me aftësi të kufizuara si 
janë parë, ndikimin e traditave dhe pritjet e ardhshme në mënyrën se si individët dhe 
komunitetet përgjigjet për personave me aftësi të kufizuara, dhe veprimet nëpërmjet 
angazhimit të komunitetit. Tu jap ju një kuptim të bisedës, këtu janë disa pyetje që mund 
të përdoren për të drejtuar diskutimin tonë. 
 
1. Vlerat dhe traditat ndikojnë mendimet tuaja dhe kendvështrimin juaj si e shikoni 
ju  personat me aftësi të kufizuar? Pse ose pse jo? 
2. Si e shihni rolin ju të fëmijës tuaj dhe/ose e familjes në komunitet? 
3. Çfarë ka qenë përvoja juaj me komunitetin me aftësi të kufizuara dhe shërbimit të 
ofruar nga organizatat? 
4. Në qoftë se ju mund të imagjinoni një ambient të ndryshëm apo realitet për 
familjet dhe fëmijët me nevoja të veçanta në Shqipëri si mund ta përshkruanit? 
5. Si mund traditat e së kaluarës të kontribuojë në ndryshimet që janë aktualisht 
duke u zhvilluar në sistemin arsimor? 
6. Si do tja përshkruanit të tjerëve përpjekjet aktuale të komunitetit dhe përfshirjes 
ne sistemin arsimor të individëve me nevoja të veçanta? 
7. Nëse ju ofrohen mundësia për të ndarë pikëpamjet tuaja mbi këtë çështje, çfarë do 
të dëshironit të diskutoni? 
 
Në rolin tim profesional, si një specialist i arsimit me një theks veçantë në edukimin 
special në arsimin të fëmijëve me aftësi të kufizuara, unë kam zhvilluar një interes në 
kuptimin e aftësisë së kufizuar në pjesë të ndryshme të botës, sidomos në Shqipëri. Nëse 
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ju jini të gatshëm të kontriboni në këtë hulumtim, ose keni pyetje në lidhje me këtë 
studim, ju lutem mos ngurroni të mëkontaktoni  mua. Unë mund të arrihet në 
lucia.murillo@sbcglobal.net ose me telefon në 001-415-275-0428. 
 
Ju falënderoj që morët  parasysh këtë kërkesë. 
 
Sinqerisht, 
 
Lucia Murillo 
Research Doctoral Student 
University of San Francisco 
School of Education 
Organization and Leadership Program 
lucia.murillo@sbcglobal.net 
001-415-275-0428 
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Appendix D: Thank You Letter 
 
 
Date 
 
Dear (Participant’s name) 
 
Thank you for meeting with me on DATE, and for sharing your experiences and insight 
about how family and community perspectives on disability influence the treatment and 
care of children with disabilities in Albania.  I value the opportunity to speak with you 
and thank you for your time.    
  
Included in this letter is a hardcopy of our transcribed conversation for your review. The 
transcript is a very important part of my research. I ask that you please review the 
transcript for accuracy and make any notations regarding changes, deletions, or additions 
you deem appropriate. I will contact you in the coming weeks to discuss your comments 
and notations.  Once the review and editing process of the transcript has been finished, 
and upon your approval, I will use the revised transcript for my data analysis.  
 
Again thank you for participating in my research study. Your unique perspective about 
this topic is a valuable contribution to the research material I have collected.  If you have 
any questions or concerns, please feel free to contact me at your convenience. 
 
 
Sincerely, 
 
 
 
Lucia Murillo 
Research Doctoral Student 
University of San Francisco 
School of Education 
Organization and Leadership Program 
lucia.murillo@sbcglobal.net 
(415) 999-0729 
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Appendix E: Letra e Falenderimi 
 
Date 
 
Dear (Participant’s name) 
 
Faleminderit qe u takuat me mua në DATE, për të ndarë përvojat tuaja në lidhje se si 
familja dhe komunitetit ndikon ne trajtimin dhe perspektivat mbi ndikimin dhe kujdesin e 
fëmijëve me nevoja të veçanta në Shqipëri. Unë e respektoj shumë mundësinë që me 
thate të flas me ju dhe  ju falënderoj për kohën tuaj. 
 
Në këtë letër përfshihet  edhe nje kopje e bisedës sonë për shqyrtim tuaj.kopja e bisedës 
është një pjesë shumë e rëndësishme e kërkimit tim. Unë ju lutem që të shqyrtoni kopjen 
e bisedës me saktesi dhe të bëni shënime dhe ndryshime, fshirje apo shtesa qe ju e 
gjykoni të përshtatshme. Unë do të lidhen me ju në javët e ardhshme për të diskutuar 
komentet dhe shënimet tuaja. Pasi procesi i rishikimit dhe redaktimit të kopjes te bisedës 
ka përfunduar, dhe me miratimin tuaj, unë do të përdor kopjen e bisedës të rishikuar për 
analizën e të dhënave te mija. 
 
Përsëri ju falënderoj për pjesëmarrjen në studimin tim kërkimor. Mendimet tuaja unike në 
lidhje me këtë temë, është një kontribut i çmuar për materialet kërkimore që kam 
mbledhur. Nëse keni ndonjë pyetje apo shqetësim, ju lutem mos ngurroni të më 
kontaktoni. 
 
 
Sinqerisht, 
 
 
 
Lucia Murillo 
Research Doctoral Student 
University of San Francisco 
School of Education 
Organization and Leadership Program 
lucia.murillo@sbcglobal.net 
(415) 275-0428 
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Appendix F: Journal Excerpt 
05/18/2013 
 
This afternoon we drove to the town of Pogradec. The drive took approximately 3-4 
hours. The beautiful landscapes were breathtaking. The country looks similar throughout. 
Greenery with houses sprinkled throughout. We passed through the cities of Elbasan, 
Librazhd, and Prreynas. (I’m sure some other smaller villages as well.) Donkeys, cows, 
sheep, and goats also were a common view. Locals may have a single cow that they 
would take out to graze. This single cow becomes their primary source of dairy (milk, 
cheese, yogurt). The larger groups of livestock were managed by boys of all ages, even 
the young. Toward the top of the mountain we stopped at a fountain of streaming water. 
This water comes from the melting snow still visible on the mountain peaks. There are 
multiple fountains like this throughout the upper elevations. Everyone stops here and fills 
jugs of water, or just to take a drink and refresh themselves. I was assured that the water 
was fresh and pure, so I drank some as well and it tasted wonderful. As we approached 
Lake Ohrid we stopped for pictures. Macedonia is only 2-3 kilometers away and is 
visible from this point. 
 
Pogradec is a fishing town and as we approached fish vendors lined the lake and 
fisherman could be seen on the water on their small fishing boats. 
 
05/21/2013 
 
Conversation with Alma Pallati (Tirana) 
 
…The conversation was cautious, cautious by both the mother and myself. I was careful 
not to make her more uncomfortable than she already was. Her lack of understanding of 
her child’s condition also made it difficult for her to share with me…  
 
05/23/2013 
 
Daily Special Center (Pogradec) 
 
Today was an eventful day. Aside from enjoying the pleasures of a lake front view and 
stroll I was also given a brief tour of the center for children with special needs in the 
community. The center works with 30 children between the ages of 7 – 24. There are 3 
teachers at the center providing classes and support. I was shown a room where the 
children’s artwork was displayed. There were incredible mosaics, some of which were 
representative of Albanian history. I will have the opportunity to have conversations with 
1 or 2 of the parents from this center. 
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05/23/2013 
 
Conversations in Nizhavec 
 
The first conversation in the village of Nizhavec was with Flora…We had this 
conversation within the family home. The home was small and the yard and road was dirt 
and pebbles/rocks. Her daughter is wheelchair bound and the set-up of the space make it 
difficult for her to move around. To me, the most astounding part of this conversation is 
experiencing the poverty, while still seeing and hearing mom’s desire for her daughter to 
have all she needs and to do what she can with the resources she had. Additionally, here 
in Albania it is customary to offer guests a treat as a welcome. This home was no 
exception. 
 
The second conversation occurred in the same village, just down the road. This was an 
emotional conversation. Discussing the situation of her daughter’s epilepsy and paralysis 
brought tears to her eyes and brought many in the room to tears. The conversations in this 
town were more in a group format, with family (i.e. other siblings) present. In general, I 
got the sense today that families do not get the opportunity to share their stories with 
others and, although difficult to share and re-live the experience, they are extremely 
grateful that someone shows interest and want to take part in whatever way they can. 
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Appendix G: Pilot Conversation Transcript 
 
Transcription for Research Conversation with Petro Lati 
Translation provided by Andrea Lati 
San Jose, California 
October 8, 2012 
1:00 pm 
 
Key: 
LM: Lucia Murillo 
PL: Petro Lati 
 
LM: In terms of disability, how do you think your background and your traditions 
influence what you think about disabilities and how, maybe in your social environment, 
how disability is viewed? 
 
PL: During my work in TV, I’ve had to do some work with some kids who have 
disabilities. Personally you feel bad about the situation. But the thing is, I’ve always kept 
in mind that feeling bad should not be mixed with feeling pity with these kids and seeing 
them as second class citizens or viewing them differently as everybody else. When I first 
started, I worked a lot with children’s TV and programming. Sometimes when we went to 
interview or just to be filming groups of kids, I always felt that even the ones that had 
some sort of problem or disability, I didn’t want to pull them away because I felt that it 
would really hurt the kids. You know, from being pulled away from the rest and singled 
out. In my view, I tried to make sure they were included with the rest of the children. 
 
LM: And how did those kids take part in the program, how did they get connected with 
it? 
 
PL: Many times we had to go do shooting or filming in schools or summer camps, things 
like that. Wherever we went we did a lot of interviews, or we’d just film them playing. 
Sometimes it was obvious that some of those kids were not doing some of the same 
things as some of the other kids. But my attitude was always to be inclusive instead of 
singling them out and I felt that not making them a part of whatever was going on at the 
time would really hurt them emotionally. So, every time I worked, at least during that 
time when I was more involved with children, I always tried to make sure that they were 
part of whatever we were doing. Sometimes it’s harder to deal with them because they 
might be more aggressive or they might be too shy depending on what the disability was 
about, but at least from our side we tried to make sure that they were not singled out and 
they were part of the group and not hurt their feelings. 
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LM: Well it sounds like they were already in programs within the community, and they 
were already being included. 
 
PL: Yes, even at that time they were part of groups. They spent time with normal kids as 
well. They were not singled out, so it was common. The ones that had some disabilities, 
not the ones that were like blind, because in that case there were schools, there were 
different needs in place. But the ones that could see and talk, at least to some capacity. 
 
LM: So depending on the severity. 
 
PL: Exactly. Depending on the severity there were…the cases I’m talking about are not 
the blind kids or the ones that might be in a wheelchair…the ones that had some 
disability, but did not impede them from moving around and talking and all that. But in 
the case when kids had bigger issues, they couldn’t see or they were unable to walk, there 
were schools and other programs that the government, even back then, had to make sure 
that these kids were taken care of. Of course that was within the means that they had 
because, realize, back then Albania was still a pretty poor country. But they had actually 
created programs within schools, there were actually special schools where these kids 
could go and learn. 
 
LM: What year was this? 
 
PL: This took place in the 70s and early 80s because it was the time I was involved with 
children’s programming, but even after that most of the colleagues that took over that 
programming, those standards of journalism, to make sure you are inclusive and not 
shoving them to the corner, I feel those standards were still kept because it was sort of a 
moral duty of journalists to make sure that they do the job right. So I don’t feel it changed 
even over time. Also within the means that Albania had back then, even in these 
institutions where there were kids that had more severe problems like blindness or 
deafness, there were some efforts from public television to go and talk about them 
sometimes and make sure they were part of, I mean not as often as the rest of course, but 
that there was some attention in that front as well and we’d go out and make some 
specials about them and their life and so on; even at that the time. 
 
LM: So do you think that the community was also viewing disability in a way where they 
wanted children to be included? Or is that something that journalists, like you, were 
trying to bring to the community? 
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PL: Overall, as a community, they were friendly toward kids with disabilities, but still, 
given how limited the means were, yeah they felt sympathy, but it was pretty much as far 
as it went because of the limited resources they had. Especially back then, Albania was 
an isolated country. Like the equivalent of North Korea now, right. So there were very 
few available resources. Yeah there was a lot of love from the community but that’s as 
far as it went. I don’t think there were that many means for them to go and improve their 
lives. 
 
LM: They didn’t feel like they had the possibility of doing that. 
 
PL: Also the lack of information. Part of it was limited resources, but back then even the 
research wasn’t as sophisticated to determine if someone had issues unless it was really 
obvious. There was a lack of information. Whatever was known, there was a lot of 
sympathy toward those kids, but there were a lot of things that were not on the radar 
because it was simply not known. Right now you have the technology. The 
communication is a lot more fluid than back then. So right now, because there is more 
communication there is more awareness. As a community sometimes you knew it existed, 
that there were many kids who had disabilities, but you just never really understood the 
scope or how big an issue it was. 
 
LM: Did you ever feel like there was an attempt to hide children that had the more severe 
disabilities? How was family involved? 
 
PL: Yeah I feel like that was case. In many instances the family felt not at ease exposing 
their children to the world, so they sort of tried to keep them isolated. Sometimes the 
parents themselves didn’t want to expose their kids to the other parts of the world. For 
various reasons, sometimes from shame, sometimes to protect the kid because they don’t 
want them to be embarrassed if they go and play with the other kids that are normal. So 
for various reasons it was common for families to create some sort of a buffer around 
their kids and not expose them to the world or the community. 
 
LM: Yeah, I think that happened in a lot of place. I mean even here, I think it’s been only 
recently that special needs and disability have been more in the public eye and I think 
that’s happened a lot. 
 
PL: And as a parent it is always hard for you to go and tell somebody, hey my kid has 
these problems, which makes it hard for them to go and expose this to the world. 
 
LM: And do you think it’s also hard for them to talk about it within the family or is more 
with others in the community? 
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PL: Within the family they have been pretty frank, because Albanian families are 
actually pretty tight. So if it’s there, it’s obvious, so you have to talk about it. So that’s 
not really the issue. But within the community it’s a little bit different because of the 
factors I mentioned. But there have been movements from different foundations that have 
come to Albania or come to really try to expose this part of the world. Mainly to inform 
the parents, ‘hey if your child really has some sort of disability maybe you should come 
talk to us, because there have been cases that with the proper attention and care, many of 
these children have been able to get out of that stage and move forward and also become 
part of society. Get more integrated with everyday life.’ There have been cases that with 
some work there have been improvements with many of these children. These success 
stories, the foundations actually rely on these success stories to make people more aware 
that there could be some help. So it’s good to go and talk to them because there might be 
some help out there that you are not using, mainly because you have shame or you don’t 
want to expose your child’s problem to the world. 
 
LM: So do you think these organizations and foundations that have started coming in 
have started to help create more services and programs for these children? 
 
PL: There are several foundations or organizations like UNICEF or Save the Children, 
there are a bunch more, but they work primarily in the bigger cities like the capital and 
cities that have some size. All these organizations they are in several cities and they have 
tried to become an integral part of the whole life of these children with disabilities. One 
of the things that they have emphasized is to put these kids through school. And the 
school they are trying to put these children in are public schools. Making them part of 
public school rather than keeping them away from school because most of the times these 
kids never even go to school. I’m talking about the children that don’t have severe 
disabilities. Because there are some that you cannot take them to school, right. But the 
ones that this foundation thinks there is hope for. That with the proper care and attention 
they can turn a corner. So this is the type of children I’m talking about, that aren’t 
severely disabled. The ones that can be integrated and have them learn, of course with 
some care. 
 
LM: So for the more severe, is it usually more medical care that they receive? 
 
PL: In case of children with severe disabilities there are different centers where they have 
to have doctors and psychiatrists and they need a lot of work. But the case I’m making 
about these organizations are kids that they feel have disabilities but can still be 
integrated with the rest of the system. Their main focus has been to take these children, 
put them through the education system, and make them part of this system so they don’t 
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feel like outcasts. The only thing is that the government hasn’t done much because, part 
of it is resources, part of it other reasons, but this is one area that needs more help 
because these organizations alone can’t do all this work. The majority of the kids that you 
see there come from very poor families. So it’s really their only hope. That’s why I feel 
like the work these organizations are doing is great, but they need more help simply 
because the families don’t have the means. 
 
LM: So the government is okay with these organizations coming in, but they are not 
really taking part in what they are doing? 
 
PL: Yeah, legally it’s fine. They can come help, there is no issue. Given that Albania is 
still riddled with very high unemployment, the economic growth is pretty sub-par, that 
really limits their resources. Especially once you try to provide help for these kids they 
really need teachers that are specialized in the field. You can’t just throw anybody there. 
And that takes resources. You have to train them. You have to create a small ecosystem 
that can really help the situation. And that’s what is lacking, simply because they don’t 
have the resources. Because it’s a poor country. You need to have some resources to train 
people and to provide for these children. And you have, I don’t know, 20% 
unemployment it’s really hard for the government to spend this money because they have 
other things that they have to provide. 
 
LM: Is there a push from the community or the families that are affected by this to try to 
get more services? Do you see that? 
 
PL: As a community is very fragmented. There isn’t a common voice that can go 
organize things and make their voices heard. Because they are so fragmented they don’t 
have a large enough size to really be heard. That’s one area that makes the issue a little 
bit worse. And that’s why when it comes to making these issues heard at the government 
level, it’s not happening because there isn’t unity within the community. So that’s why 
they rely more on these other organizations to provide the help because they are more 
specialized. 
 
LM: And maybe they have a louder voice. 
 
PL: Correct. Yeah, with the government, they lack the common voice to make the issues 
present. For example, you don’t see them going and marching or doing something and 
saying ‘hey, I want this and that’. That doesn’t happen. I feel like going and protesting 
and marching, families might feel a little bit awkward because everybody’s watching. 
 
LM: They’re putting themselves on display. 
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PL: Exactly, they are putting themselves on the spot. And that’s not a spot they want to 
be in. I mean if you’re dealing with these organizations, it’s really between you and them. 
Nobody knows. But once you are out there on the street, your neighbor can see or your 
coworker and maybe they don’t want to be in that spot. 
 
LM: So even if there was a space or there was organization of the community to do this. 
They’d still kind of be hesitant. 
 
PL: Correct. 
 
LM: So you mentioned that a lot of these services are more pronounced in Tirana than 
they would be in the smaller communities, right? 
 
PL: Their centers are in the big cities, but their outreach actually goes far beyond that. 
There are small cities, one called Librazhd. It’s really a very rural place that these 
foundations have gone. It’s about 2 hours from the capital. And I feel like it’s one of the 
areas that has been very successful because it is a very rural place, with pretty much no 
economy at this point, so they really have to rely on these organizations. So I think they 
are doing a lot of good work there. It’s working there. They are getting a lot of children 
and integrating them through the school system and creating some services for them.  But 
it has spread and is not just the big cities. It’s big in the big cities, but they are trying to 
reach the rural areas. 
 
LM: And from when you were growing up in Himarë to looking at it now, how has that 
changed? From what you’ve seen in terms of their treatment and services. 
 
PL: There is more information now. So it is out there. People are more aware. Before, 
because of the lack of information, it was really kept within the family. But now with the 
information out there it is becoming a more known issue. 
 
LM: People are talking about it. 
 
PL: Before there wasn’t much information or awareness and if you had it within your 
family it was the only case you knew. But now there is more awareness and the numbers, 
people are seeing it as much larger because there is more communication. And these 
foundations are also prompting people to go to them and bring their children. Before it 
didn’t seem like a big problem because it only seemed like there were a few children here 
and there, because nobody talked about it. But now they are seeing large numbers. And 
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they are saying ‘hey this really is a big issue’. There simply wasn’t an awareness before. 
People didn’t know how big it was. And now they are seeing numbers that are pretty big.  
 
LM: And you believe that this is because there is less isolation than before? 
 
PL: Yes. There is more openness now and talk about it and make it known instead of just 
keeping it to themselves. One of the main reasons for it is these organizations that really 
have been a catalyst there and they are doing a lot of work. The work is very good but it’s 
still a long way before we’ll start seeing results because it started in the mid-90s and it 
takes a while for them to get really entrenched and for you to really start seeing some 
solid results. 
 
LM: Yeah. I think the first step is to people to start talking about it, which it seems like is 
happening. 
 
PL: Yeah now that there is more talk, there is more awareness, which was something that 
was lacking before for many reasons. 
 
LM: Well that is great. Hopefully, like you said, that is the catalyst for change. 
 
PL: It is something that will take time. But it’s a positive part of the process. 
 
LM: Well I think I got all the information I need. Is there anything else you want to 
share? 
 
PL: The only thing I think could be adding to the problem is the poverty. The family is 
not as solid as it ought to be, because there is a lot of immigration, you know father has to 
leave, and sometimes there is also a lot of abuse within the family and sometimes the kids 
can really slide into that world. In that sense, all these changes that are taking place 
sometimes don’t have a good impact on the children’s lives. Especially when they are 
young because sometimes they can become really depressed about what’s happening in 
the family. Especially when you have a lot of poverty. Bad things can happen and their 
childhood can be a traumatic experience which can sort of scar them when they become 
adults. So that’s one area that, because of all these issues Albania is going through, many 
kids have become scarred. They haven’t had the proper care to be brought up the right 
way. Not enough attention. Not enough means. These problems may have become bigger 
than they should be because of these issues. I’m talking about the ones that weren’t born 
with disabilities but got it along the way because of what is happening within the family. 
 
LM: Mental health issues. 
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PL: Exactly. And there is actually a lot of abuse in the family. A lot of violence 
sometimes. For various reasons. And those are the areas that should be controlled 
because if you are born with it there are other ways you can deal with it. But if it is 
something you are bringing in later on because of these reasons then it’s even worse. 
 
LM: So addressing family issues. 
 
PL: Correct. Yeah more of a social issue because a lot of these kids were normal but 
because of all of this trauma that happened within their childhood, they have issues later 
on in life. 
 
LM: Is abuse in children known and okay in the community? 
 
PL: It’s a problem. It’s not widespread, but problematic and common. Spanking is okay, 
but sometimes it’s a lot worse than spanking. And that can be common. It exists. 
Sometimes it even depends on gender. Parents tend to favor boys than girls, because I 
guess they feel like they’ll take care of them later in life. 
 
LM: Well in some of the history that I’ve read about Albania, men are favored over 
women. 
 
PL: Yes. It’s because the sons usually inherit everything that the parents had and take 
care of them when they age. That’s why they always saw the son as more precious than 
the girl. Because the girl will get married and get out of the house. 
 
LM: She’ll have a different family. 
 
PL: Exactly. She has her own family. That’s why there is some preferential treatment. 
 
LM: A lot of great information. Thank you so much! I appreciate it! 
 
  
160 
 
Appendix H: Pilot Project Data Presentation & Analysis 
To begin I look at how Petro’s narrative identity has influenced his response to disability.  
Narrative Identity: Influencing our Being and our Perspective 
My conversation with Petro initially tied into his work experiences as they related 
to disability and his views on how children with disabilities were incorporated into the 
documentaries he filmed. He shared that, for him, “it was sort of a moral duty of 
journalists to make sure that they do the job right.” This view is what influenced his 
desire to be inclusive in his work environment. When he stated, “feeling bad should not 
be mixed with feeling pity,” he refers to ensuring that we do not treat children differently 
based on their disability. Ricoeur comments “Self-constancy is for each person that 
manner of conducting himself or herself so that others can count on that person. Because 
someone is counting on me, I am accountable for my actions before another” (1992:167). 
Petro’s interactions and this perspective of inclusion and acceptance of differences that 
guided his actions are reflective of the self-constancy of his narrative identity. 
When speaking with Petro regarding his experience with children with 
disabilities, he stated that, “sometimes it was obvious that some of those kids were not 
doing some of the same things as some of the other kids.” His interpretation of a situation 
brought forth through this narrative leads us to the issue of how the identity of a child 
with disabilities can be influenced by social expectations of ability. Individuals are 
defined by their unique characteristics. These characteristics can sometimes be physical 
in nature, but also include internal aspects of our being (Ricoeur 1992). In the context of 
individuals with disabilities, a line is somehow drawn to recognize a mere difference and 
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identifying someone as disabled. The response to individuals is influenced by this 
recognition of otherness. Herda asserts that,  
“We need to consider shifting our own perspective to view them [individuals with 
disabilities] from the standpoint of being. By doing so, we can change the way we 
polarize disability and ability into two separate categories, based on a condition of 
either being perfect or normal (not disabled) or not perfect and not normal 
(disabled), to a condition of temporariness of being. From this perspective, we are 
all potentially disabled and therefore our arrangements to live with the disabled 
should be designed from this point of view” (1999:33).  
 
In other words, Petro recognized the children were disabled but he did not create a 
division, he recognized self in relation to others on a level of being not mere difference. 
Petro was aware of how his own response could affect the identity of children 
with disabilities. He shares “…even the ones that had some sort of problem or disability, 
I didn’t want to pull them away because I felt that it would really hurt the kids. You 
know, from being pulled away from the rest and singled out.”  Ricoeur describes, 
“goodness is at one and the same time the ethical quality of the aims of action and the 
orientation of the person toward others, as though an action could not be held to be good 
unless it were done on behalf of others, out of regard for others” (1992:189). Petro’s 
above career view on inclusion reflects a desire to take action in a way that demonstrates 
respect toward others. Petro’s sense of self as a caring person is complete when he 
extends his regard to the children. 
Petro shares that “sometimes the parents themselves didn’t want to expose their 
kids to the other parts of the world. For various reasons, sometimes from shame, 
sometimes to protect the kid because they don’t want them to be embarrassed.” Ricoeur 
says that this “has to do not only with what is active and incomplete in living together but 
also with the sort of shortage or lack belonging to the very relation of the self to its own 
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existence” (1992:186). The issues of shame and embarrassment Petro refers to are part of 
the narrative identity of families, but also have an individual effect on the self. Our 
characters are a true reflection of who we are as individuals in our story, but our 
perspectives do change based on what we experience and how we fuse a new horizon to 
our existing horizon.  
Further in our conversation, when Petro and I were discussing the isolation that is 
created when families refrain from exposing their children with disabilities to society he 
states, “families might feel a little bit awkward because everybody’s watching.”  There is 
a sense of fear of how family members are perceived by others, not only as individuals, 
but also in their relationship with others. Ricoeur (2005:213-214) mentions that the image 
members of marginalized groups apply to themselves can often be self-deprecating, 
which can make the struggle for equality difficult. Petro addresses this further and says, 
“In many instances the family felt not at ease exposing their children to the world, so they 
sort of tried to keep them isolated.” According to Petro, it is this sense of isolation that 
has become the focus of many non-profit organizations currently working in the country 
and exposing, through development and outreach efforts, the frequent exclusion and 
neglect of children with disabilities.  
When Petro posits that, “they [parents] don’t want them [children] to be 
embarrassed if they go and play with the other kids that are normal,” he is accepting that 
a child is able to recognize their own dissimilarities and they identify themselves as 
undesirable.  Herda shares, “to intervene in the order of an impoverished life, or any life, 
a person must believe that she is capable of so doing” (2010:136). In order to address 
issues of shame and self-contempt of children with disabilities individuals must begin to 
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recognize themselves as capable human beings. When we open up our narratives to 
others through storytelling, as Petro did, this sense of being different was further 
revealed. 
Petro’s own approach was different. He determined that “my attitude was always 
to be inclusive instead of singling them out and I felt that not making them a part of 
whatever was going on at the time would really hurt them emotionally”. Ricoeur observes 
that, “if one asks by what right the self is declared to be worthy of esteem, it must be 
answered that it is not principally by reason of its accomplishments but fundamentally by 
reason of its capacities” (1992:181). Here it is understood that Petro’s actions toward 
inclusion recognizes the importance of emotion or esteem and hopes to prevent further 
diminishing capacity by not making children feel they are inferior. There is a sense of 
mutual esteem.  
Mimesis: Influences of History and Future Outlooks 
Albania’s history and the different ways this history has affected the country 
relates to Ricoeur’s (1984) concept of mimesis. Petro reflects on the history of Albania 
throughout our conversation. In particular, there is an understanding of the before and the 
after, during communism and after communism. He states, “Yeah now that there is more 
talk, there is more awareness, which was something that was lacking before for many 
reasons.” Kearney refers to the temporal aspect of our lives “which seek some kind of 
significance in terms of referrals back to our past (memory) and forward to our future 
(projection)” (2002:129). In referring back to Albania’s history, Petro attempts to 
remember the past in relation to his experiences in the present as we discussed the future. 
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Two important issues came up in the conversation regarding the general condition 
of Albania during communism, isolation and poverty. In referring to the limited resources 
Albania had Petro states, “Albania was an isolated country. Like the equivalent of North 
Korea now.” He later mentions how information is more available and that “because 
there is more communication there is more awareness.” Through Ricoeur’s (1984) theory 
of mimesis we learn that by attempting to understand and remember our past we open our 
future to be different. Ricoeur asserts that “we are oriented, as agents and sufferers of 
actions, toward the remembered past, the lived present, and the anticipated future of other 
people’s behavior” (1988:112-113). The current social issues discussed with Petro, such 
as inclusion, mental health issues, and continued poverty, cannot be understood without 
reflecting on the influence communism has had in their lives. Kearney finds that through 
mimetic action “hidden patterns and hitherto unexplored meanings can unfold” 
(2002:12). As issues of disability and inclusion are addressed, it is through understanding 
that we can bring forth the full meaning of events and situations. 
In referring to the treatment of children who were blind or had mobility 
challenges, Petro mentions, “there were schools and other programs that the government, 
even back then, had to make sure that these kids were taken care of. Of course, that was 
within the means that they had because, realize, back then Albania was still a pretty poor 
country.” Ricoeur describes that, “the filiation of historical explanation, starting from 
narrative explanation, is unbroken, inasmuch as adequate causality remains irreducible to 
logical necessity alone” (1984:186). In maintaining the memory of the past government 
programs, Petro is able to be reflective and offer an explanation for the effects of the 
country’s economic and social composition at that time. When Petro shares, “Given that 
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Albania is still riddled with very high unemployment, the economic growth is pretty sub-
par, that really limits their resources” he identifies some of these lingering social issues 
that have been affected by moments in history. Herda touches on this when she states, 
“the past experience of someone and their sense of the possible mutually enhance each 
other” (2010:139). Issues such as isolation and poverty are recognized by Petro as having 
influenced the ability for progress to be made in education.  
Moving away from this past, mimesis1, I look toward the future, mimesis3. 
According to Petro, one of the focuses NGOs have toward possible change to the current 
situation of children with disabilities is “making them part of public school rather than 
keeping them away from school because most of the time these kids never even go to 
school.” Kearney refers to these “alternative ways of being in the world” (1998:219) as 
utopian ideals. In imagining the changes within public schools to be inclusive 
environments, Petro imagines a future different than one currently known. 
Also important to Petro regarding outlooks for the future is the issue of childhood 
trauma. He shared his concern with how children are being affected by the familial 
changes that have occurred since the fall of communism. He asserts that, 
Sometimes there is also a lot of abuse within the family and sometimes the kids 
can really slide into that world…All these changes that are taking place 
sometimes don’t have a good impact on the children’s health…Bad things can 
happen and their childhood can be a traumatic experience which can sort of scar 
them when they become adults…I’m talking about the ones that weren’t born 
with disabilities but got it along the way because of what is happening within the 
family.  
 
Ricoeur believes that, “there is no action that does not give rise to approbation or 
reprobation, to however small a degree, as a function of hierarchy of values for which 
goodness and wickedness are the poles” (1984:59). In introducing this issue of abuse to 
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the conversation, Petro attempts to create an understanding of the effects of these 
experiences, and reflects on what they signify for the future of families and communities 
in Albania. 
In Albania, many families have been split up based on emigration patterns. Men 
have moved abroad in hopes of improving their financial stability. This has created an 
increase in single-parent homes where the paternal influence is absent. Petro’s fear is that 
this is having a negative effect on the social organization of the household. 
 Ricoeur (1984:78) describes how different situations can affect who we are and, 
because of that, it is important to try to understand their meaning. In Petro’s concern for 
the progression of Albanian families he addresses this need to understand a situation 
because of the implications he imagines they would have in the future. There are many 
paths our future can take, and these mentioned concerns will help the Albanian 
community configure their present to create change.  
In the present, mimesis2, we are tasked with mediating both our past and our 
future to guide our actions. Petro indicated that there was a lack of information and 
awareness of the issue of children with disabilities. Petro states, 
“there have been movements from different foundations that have come to 
Albania or come to really try to expose this part of the world. Mainly to inform 
the parents, ‘hey if your child really has some sort of disability maybe you should 
come talk to us, because there have been cases that with the proper attention and 
care, many of these children have been able to get out of that stage and move 
forward and also become part of society.”   
 
Herda emphasizes that “if we cannot imagine how our organizations could improve, we 
can never live in a world different from the current conditions” (1999:77). NGOs have 
taken some initiative in imagining a different way to live by suggesting and modeling 
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change to Albanian families. In turn, families were offered a new way of imagining their 
future. 
Communicative Action: Unifying Communities and Working Toward Social Change 
 Taking action as a community to work toward change requires different parties to 
come together and discuss issues and try to come to a consensus about what action to 
take. Habermas explains that, “through this communicative practice they assure 
themselves at the same time of their common life-relations, of an intersubjectively shared 
lifeworld” (1984:13). In Albania, Petro mentions that the difficulty lies in uniting the 
community in a way that makes what they have to say be the most influential. From what 
Petro suggests Albanian families do typically show this unity. He says, “Albanian 
families are actually pretty tight. So if it’s [a disability] there, it’s obvious, so you have to 
talk about it.”  Habermas suggests that “unless there are communicative situations that 
can bring out the unforced force of the better argument, neither pro nor con arguments 
can have any weight” (2008:28). The focus then becomes how to create opportunities for 
communities in Albania to unite and feel comfortable sharing their argument with others. 
Petro emphasized the importance of non-profit organizations in furthering 
understanding and communication of disability when he states, “these 
organizations…really have been a catalyst there and they are doing a lot of work.”  
Habermas refers to the need to learn from each other as humans which “is only possible 
in the public space of a culturally stimulating milieu” (2004:3). Access to information 
and increasing community awareness was prevalent throughout the conversation. In the 
process of discourse Habermas finds that, “subjects acting communicatively always come 
to an understanding in the horizon of a lifeworld” (1984:70). Petro felt that the ability to 
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share other success stories, an approach used by the incoming organizations, was a form 
of motivation and an important link to drawing interest from the community. He states 
“Now there is more awareness and the numbers, people are seeing it as much larger 
because there is more communication…people didn’t know how big it was.” For this 
reason Habermas emphasizes that, “moral discourse allows all those concerned and 
affected an equal say and expects each participant to adopt the perspectives of the others 
when deliberating what is in the equal interest of all” (2004:6). Journalism, such as that 
done by Petro, reflects a platform for some of this dialogue to take place. Combined these 
resources reflect an impetus toward communicative action. 
From Petro’s perspective this initiative toward communicative action has 
primarily come from incoming organizations and journalists like himself, not directly 
from the local population. Early in his career in the 1970s and 1980s, Petro’s work in 
children’s programming offered an opportunity to begin talking about children with 
disabilities. He mentioned, 
There were some efforts from public television to go and talk about them 
sometimes and make sure they were part of, I mean not as often as the rest of 
course, but that there was some attention in that front as well and we’d go out and 
make some specials about them and their life and so on; even at that time.  
 
Habermas would suggest that the simple decision to communicate with others signifies a 
desire to “come to an understanding with a hearer about something and thereby to make 
himself understandable” (1984:307). The work of some journalists, like Petro, who 
believe in the need to improve this situation and are willing to demonstrate this sense of 
initiative, is a way to bring discourse to the public realm.  
 Throughout my conversation with Petro I became increasingly aware of the 
detachment between community understanding and expectation for change. Petro 
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believes that the numbers of individuals with disabilities visible within communities has 
increased ever since communication has improved. It is in speech acts that community 
awareness is developed (Habermas 1984). By sharing our concerns and interests we learn 
about differing points of view and this offers us the opportunity to learn about others. In 
this process, our horizons change. Gadamer describes a horizon as “the range of vision 
that includes everything that can be seen from a particular vantage point” (1986:269). 
Petro’s observation reveals that pre-understandings in Albania have been influenced by 
new ideas being shared by NGOs and, as a result, new horizons are able to take shape. As 
a whole, my conversation with Petro provided insight that could have implications for the 
future. 
